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ABSTRACT 
MASTERY OF STRESS AND HEALTH IN WOMEN LIVING WITH HIV 
INFECTION 
JENNIFER GRAY, RN, MSN 
AUGUST 1997 
This study described the personal and environmental 
resources used by the women to cope with HIV infection and 
the effect of these resources on mastery of stress and on 
health. The conceptual map for the study was based on 
Lazarus and Folkman's cognitive transactional theory of 
stress (1984) and Younger's theory of mastery (1991). 
A non-random sample of 80 women living in 16 cities in 
10 states completed a packet of research instruments. Women 
who were caring for another person who was also seropositive 
(n = 20) and seropositive women who were not caring for 
another seropositive person (n = 60) completed research 
packets. A third planned group of seronegative HIV 
caregivers was too small (n =5} for meaningful analysis. 
The packet of research instruments contained a Demographic 
Questionnaire, the Interpersonal Relationship Inventory 
(Tilden et al., 1990b), the Spiritual Perspective Scale 
(Reed, 1986), the clinical version of the Mastery of Stress 
vi 
Instrument (Younger, 1993), and the Medical Outcomes Study 
Short-Form Health Survey (Stewart et al, 1988) . 
The sample was heterogenous for race, marital status, 
income, and education , with a mean age of 35.8 years. The 
women had been living with HIV infection for an average of 
45.87 months . Heterosexual contact was the primary mode of 
transmission . 
The first hypothesis was tested using multiple 
regression . Resources exerted a greater influence on 
mastery of stress than did stress factors. However, 
resources (education, income, support network, social 
support, and spiritual perspective) did not explain more of 
the variance in health than stress factors (interpersonal 
conflict, stage of the infection, caregiving 
responsibilities, and perceived stress intensity.) 
The second hypothesis tested whether women who were HIV 
seropositive caregivers experienced mastery of stress and 
health to a less degree than women who were not HIV 
caregivers. No significant differences was found in either 
mastery of stress or in health and the hypothesis was 
rejected. Social support and spiritual perspective were 
positive influences on mastery of stress. Interpersonal 
conflict and perceived stress intensity had negative 
vii 
influences on health . Clinical assessment of HIV 
seropositive women should include questions about social 
support , spirituality , inte rpersonal conflict , and 
perceptions of stress . 
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CHAPTER ONE 
INTRODUCTION 
A debilitating illness surrounded by social stigma 
confronts women living with the infection caused by the 
human immunodeficiency virus (HIV). Women live with HIV 
infection in different ways. Some women live with HIV 
infection by being HIV seropositive themselves. They face 
the reality of a shortened life span challenged by the 
repercussions of the illness. Some women live with HIV 
infection by caring for loved ones who are HIV seropositive. 
They devote time, energy, and resources knowing that the 
loved ones will eventually die. Some women live with HIV 
infection by being both HIV seropositive themselves and by 
caring for an HIV seropositive loved one. 
The stigma associated with HIV infection poses 
additional stressors to persons who are infected and persons 
caring for them (Brennan & Moore, 1994). The stressors 
inherent in each set of circumstances force women living 
with HIV infection to use personal and environmental 
resources to cope with and hopefully , master the continuing 
stressful experience. 
1 
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Research findings and anecdotal reports identified 
personal and environmental resources as moderators of stress 
in persons with HIV infection (Anderson, 1995 ; Barroso, 
1995 ; Be lcher, Dettmore , & Holzemer , 1989; Dew, Ragni, & 
Nimorwicz, 1991; Kelly et al., 1993; McCain, Zeller, Cella, 
Urbanski, & Novak, 1996; O'Brien & Pheifer, 1993; Semple et 
al., 1993; Strawn, 1995) . Personal and environmental 
stressors have also been described as coping resources in 
family HIV caregiving(Brenann & Moore, 1994; Brown & Powell-
Cope, 1991; Morrison, 1993; O'Brien & Pheifer, 1993). 
The degree to which stressors are modulated by these 
resources may decide the health of the woman. Can nurses 
intervene to develop and support the personal and 
environmental resources used by women living with HIV 
infection? Without research findings to describe the 
influence of specific resources, nurses may use 
inappropriate and ineffective interventions. This study 
described the personal and environmental resources used by 
women living with HIV infection and the effect of these 
resources on mastery of stress and on health. 
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Problem of the Study 
The research problem focused first on the personal and 
environmental resources used by women living with HIV 
infection and what impact , if any, did the resources used 
have on mastery of stress and on health. What were the 
predictive effects of one's social network, education, 
income, HIV caregiving responsibilities, stage of infection, 
social support, interpersonal conflict, spiritual 
perspective, and perceived stress intensity on mastery of 
stress and on health among women living with HIV infection? 
The second aspect of the research problem was related 
closely to the first. What differences in mastery of stress 
and in health existed among three groups of women living 
with HIV infection: those who were HIV seropositive and HIV 
caregivers, those who were HIV seropositive but not HIV 
caregivers, and those who were seronegative HIV caregivers? 
Purpose of the Study 
The purpose of the study was to determine the 
relationships between resource factors, stress factors, 
mastery of stress, and health in women who were living with 
HIV infection. The study also explored the differences in 
mastery of stress a nd i n health e xp e rienced by wome n who 
wer e HIV s e r op o s i t i ve and prov i din g ca r e for a p e rson who 
was HIV seropositive , women who were HIV seropositive but 
not providing care for a per son who was HIV seropositive, 
and women who we r e HI V seronegative and providing care for a 
per s on who wa s HIV seropositive. 
Rationale for the Study 
Four premises supported the need for this study: 
researchers knew little about psychosocial factors in HIV 
infection in women (Andrews, Williams, & Neil, 1993; Rose, 
1993); increasing numbers of women, especially minority 
women, were living with HIV infection (Center for Disease 
Control, CDC, 1997); women had the double responsibility of 
HIV caregiving (VanDyke, 1991); and personal and 
environmental resources potentially determined the 
progression of the disease and quality of life (Gloersen et 
al., 1993). 
Since the HIV epidemic surfaced first among homosexual 
men, early research studies had predominantly male samples. 
One integrated review of nurs i ng research with persons who 
were HIV seropositive found a total o f 21 studies published 
between 1987 and 1992. Of the 1 , 537 subjects in the 
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studies, only 57 (4 %) subject s were women (Gra y , 1992). 
Lacking research findings with female subjects, health care 
professionals used what they knew about HIV seropos itive men 
to develop programs and services for HIV seropositive women. 
Findings in later studies with seropositive women 
illustrated men and women coped d ifferently with the 
infection (Semple et al., 1993) and raised questions as to 
the appropriateness of the programs and services that had 
been developed for women (Anderson, 1995). The Bureau of 
Health Resources Development convened a series of HIV/AIDS 
work groups on health care access issues in 1993. One group 
specifically addressed the unique needs of women (Department 
of Health & Human Services, 1993). 
Relationships with one's children surfaced as one 
difference in how men and women coped with HIV infection. 
Two qualitative studies with women who were HIV seropositive 
identified children as both burdens and supports in coping 
with the illness (Andrews et al., 1993; Rose, 1993). None 
of the studies with male HIV positive subjects had 
identified children as a factor to be considered. Health 
care professionals could no longer generalize findings from 
research studies with men to women (Morrison, 1993). 
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The second premise supporting the need for the research 
was the increasing number of women living with HIV 
infection . The majority of the people who were seropositive 
were male, but the distribution of new infections was 
changing . In 1982, women comprised 6% of the persons with 
acquired immunodeficiency disease or late stage HIV 
infection (AIDS). By the end of 1996, women comprised 20% 
of the AIDS population (CDC, 1997). The infection rate of 
women is expected to match the infection rate of men by the 
year 2000. At least three million women worldwide and an 
estimated 100,000 women in the United States are HIV 
seropositive (Hankins & Handley, 1992). While 25 % of the 
women in the United States are minority, minority women 
comprise 75% of the women with AIDS (CDC, 1995). HIV 
infection is the leading cause of death among black women 
aged 18-44 years and the third leading cause of death among 
all women in the United States in the same age group (CDC, 
1996). 
Besides the increasing number of women who were HIV 
seropositive, more women are living with the infection as 
HIV caregivers. The third premise supporting the need for 
the study was the impact of HIV caregiving on HIV positive 
women and HIV negative women. HIV caregivers face the loss 
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of the loved one as well as other losses that affect the 
quality of their lives (Brown & Powell - Cope , 1991) . Women 
are the primary caregivers for children wi t h HIV infection. 
Most seropositive infants and 80% o f t he children wi th AI DS 
had mothers who were HIV seropos i t i ve (VanDyke, 1991 ) . Many 
mothers, wives, and friend s c a re for f amily members who a r e 
HIV seropositive , a commitment accompanied by high emotional 
costs (Dew et a l ., 199 1) . 
Despite the termi nal nature of the disease, some HIV 
seropositive men have survived, coping with the disease 
repercus s i o n s and enjoying a life full of meaning and 
pu rpose. Survivors viewed themselves as doing well with 
AIDS. They structured the meaning of the disease to be a 
"manageable chronic illness or an opportunity for self-
actualization" (Gloersen et al., 1993, pg.47). Long-term 
male survivors reported using health promoting behaviors to 
fight the illness and transcending by maintaining a positive 
outlook. Whether the same held true f or women was not 
known. 
The National Institute o f Nur s ing Research specified 
t he effectiveness o f nursing interventions with persons with 
HIV/AIDS as a research priority for 1996. By adding to the 
body of knowledge re l ated to the personal and environmental 
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resources, mastery of stress , and health, the study laid the 
groundwork for the development of effective nursing 
interventions for women living with HIV infection. 
Theoretical Framework 
The theoretical framework of the study combined Lazarus 
and Folkman's cognitive transactional theory of stress 
(1984) with Younger 's theory of mastery (1991). The two 
theories provided the basis for the conceptual model 
developed by the researcher. 
Cognitive Transactional Theory of Stress 
The psychological and environmental context influences 
a person's response to a stressful situation. The 
relationship between the person and the environment is 
"dynamic, mutually reciprocal, and bidirectional" (Folkman, 
Lazarus, Gruen, & DeLangis, 1986. pg. 572). The person's 
appraisal of the situation is a process having two 
conceptual components. Primary appraisal involves the 
person determining how relevant the situation is to well-
being and whether the stressor poses a threat to well -being. 
Secondary appraisal involves an evaluation of the resources 
available to deal with the stressor. Another process 
critical to the cognitive transactional theory is coping. 
Based upon the two appraisals, the person will select coping 
behaviors that seem to mi n i mize potential harm and enhance 
the possibility of b e nefits (Folkman, Lazarus , Dunkel -
Schetter, DeLan g i s, & Gruen , 1986). The two processes, 
appra i sa l a n d coping, mediate the stressful transaction 
between the person and the environment. 
Theory of Mastery 
When a life event exceeds the personal and 
environmental resources of the person, the person 
experiences stress. The person works through the stressful 
experience by revising inner models of self and self in 
relation to the situation and to others (Younger, 1991). 
Adjustments are made that relieve the· acute experience of 
discomfort. These very personal adjustments may result in a 
higher quality of life and fulfillment being experienced 
after the event than before. Nurses can assist the person's 
efforts to work through the situation by suggesting and 
supporting the adjustments. The theory of mastery focuses 
on how persons can emerge from stressful life events 
healthier and stronger. 
The antecedents of mastery are successful coping, self-
curing, and self-caring activities that allow the person to 
work through the situation. Mastery involves developing new 
capabilities, changing the environment , and/or reorgan i z i ng 
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the self toward meaning and purpose in living. The 
difficulty of the stressful experience is transcended. The 
consequences of mastery include a higher appraisal of self-
efficacy , a diminished appraisal of the threat of future 
events , and an expanding human potential (Younger, 1991) ·. 
Adjustments to stressful events involve meaning, fate, 
self , and life transition. Mastery of meaning results in 
certainty , a negotiated view incorporating causes, 
significance, and symbolization of the event. To achieve 
mastery of fate, the person must solve the problem 
effectively, make decisions, and take action. 
New skills and solutions may be employed to achieve 
mastery of fate, resulting in change. Stressful events 
cause losses for which a person must grieve. Once the 
suffering of grieving is complete, the person acknowledges 
what cannot be changed about the situation and experiences 
acceptance. Acceptance is mastery of self. 
If the life transition is mastered, the person returns 
to a state of health where energy is focused on new goals 
and aspirations. Mastery of life transition is growth. The 
concepts of mastery are evolving processes with reciprocal 
causation and feedback. The interaction and additive 
characteristics of the four concepts comprise mastery of 
stress (Younger , 1991) . 
Conceptual Model 
11 
The d i agraming of the hypothes ized relationships 
between s e lected variables f rom the two theories form a 
conceptua l map (Figure 1) . The size of the social network, 
education , income , and HI V caregiving responsibilities, and 
stage of the infection are the exogenous variables in the 
map. The e ndogenous variables are social support, 
interpersonal conflict, spiritual perspective, and perceived 
s t ress int ensity. The dependent variables are mastery of 
stress and health. 
Support 
Netwofi( 
Size Social + 
Support 
Education 
+ 
+ 
Interpersonal 
Conflict 
HIV Caregiving + 
Responsibilitie 
Health 
Spiritual 
Stage of HIV Perspective 
Infection 
Figure 1. Conceptual map of variables for the study. 
Theoretical Assumptions 
1. The diagnosis of HIV infection is a stressful 
experience, eliciting an appraisal and subsequent response 
(Van Servellen, Padilla, Brecht, & Knoll, 1993) . 
2. People can master stressful situations (Younger, 
1991). 
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3 . Responses to HIV i nfection are a function of 
i ndividual differences i n perception, resources , and coping 
capacity (Ka t ki n, 1 986) . 
Research Assumptions 
1. Women living with HIV infection can accurately and 
truthfully describe their resources and responses relative 
to the infection . 
2. The research instruments are valid and reliable 
measure s of the variables identified in the conceptual map. 
Hypotheses 
The hypotheses for the study were as follows: 
Hypothesis One 
In women living with HIV infection, education, income, 
support network size, social support, and spiritual 
perspective are stronger predictors of mastery of stress and 
of health than are interpersonal conflict, stage of the 
infection, HIV caregiving responsibili ties, and perceived 
stress intensity. 
Subhypothesis One A. Education , income, support 
network size, social support, and spiritual perspective are 
stronger predictors of mastery of stress among women l i v i ng 
with HIV infection than are interpersona l conflict , stage of 
the infection , caregiving responsibilities , and· p e rceived 
stress intensity . 
Subhypothesis One B . Educatio n , i ncome, support 
network size , social supp ort, and spiritual perspective are 
stronger predictors of the health of women living with HIV 
infection than are interpersonal confl ict, stage of the 
infection , HIV care giving r esponsibilities, and perceived 
stress inte n s i t y . 
Hypothes i s Two 
Women who are both HIV-seropositive and HIV caregivers 
r eport less mastery of stress and poorer health than women 
who are seronegative HIV caregivers or women who are HIV 
seropositive but not HIV caregivers. 
Subhypothesis Two A. Women who are both HIV-
seropositive and HIV caregivers report less mastery of 
stress than women who are seronegative HIV caregivers or 
women who are HIV seropositive but not HIV caregivers . 
Subhypothesis Two B. Women who are HIV-seropositive 
and HIV caregivers report poorer health than women who are 
seronegative HI V caregi v e r s or women who are HIV 
s eropositive but not HIV caregivers. 
Definition of Terms 
Women living with HIV infec tion 
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Women living with HIV infect ion were conceptually 
defined as female s experiencing the daily stresses of the 
chronic , but potentially terminal , illness caused by the 
human immunodefici ency virus (HIV) . The tetm was 
operationall y defined as females over eighteen years of age 
in households in which at least one HIV-seropositive person 
lives. These HIV-seropositive persons included either the 
woman herself, family members, or both. To be included in 
the study, the woman had to give consent and be able to read 
and write English. The subjects were classified as being in 
one of three subgroups as follows: 
Women who were seropositive HIV caregivers. Women who 
reported being seropositive for HIV and living in the same 
household as another HIV-seropositive person. 
Women who were seropositive but not HIV caregivers. 
Women who reported being seropositive for HIV but did not 
report living in the same househld as another HIV-
seropositive person. 
Women who were seronegative HIV caregivers. Women who 
reported not being seropositive for HIV, but lived in the 
same household as a HIV-seropositive person. 
Education 
Education was conceptuall y de fi ned as the amount o f 
formal schooli n g completed by the woman . The level of 
edu c a tion was operat i onalized as the subject's response to 
t he educat i on question in the demographic section of the 
I nterpersonal Rel a tionships Inventory ( IPRI) (Tilden, 
Nelson , & May, 1990b). 
Income 
Con ceptually, income referred to the financial 
r esources available in the household of the subject. The 
operational definition was the subject's response to the 
income question on the Demographic Questionnaire. 
Support network size 
The conceptual definition of support network size was 
the group of people linked to the subject by reciprocal 
relationships. The IPRI (Tilden et al., 1990b) asked the 
subject to write down the initials of the "people who are 
important to you." The number of persons listed on the 
third page of the IPRI was the empirical i ndicator of 
support network size. 
Social support 
16 
The conceptual definition of s ocial support was the 
"perceived availability or enactment of helping behaviors by 
17 
members of the social network " (Tilden et al., 1990b, 
p . 338) . For an operational definition , social support was 
measured by the summed score on the Social Support Scale of 
the IPRI . 
Spiritual perspective 
Spiritual perspective is one's frame of reference 
consisting of beliefs and attitudes about connectedness with 
something or someone greater than self (Reed, 1986) . This 
was the conceptual definition. Spiritual perspective was 
operationally defined as the summed score on the Spiritual 
Perspective Scale (SPS) (Reed, 1986). 
Mastery of stress 
Mastery of stress was conceptually defined as the 
presence of certainty, change, acceptance, and growth in 
relation to a stressful event. It occurred when competency, 
control, and dominion were gained over the experience of 
stress. A person who was "beset with threatening 
circumstances and overcomes is tempered by the experience 
and emerges with greater strength and resilience" (Younger, 
1991, p.81). The definition was operationalized as the 
summed score on the clinical version of the Mastery of 
Stress Scale (Younger, 1991). 
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Health 
Health was the multidimensional experience that 
included physical functioning, social relationship, mental 
and emotional health, and perceived health. Operationally, 
health was measured by the Medical Outcomes Study (MOS) 
Short Form General Health Survey (SF-20) -(stewart, Hayes, & 
Ware, 1988). Four subscales of health were considered: 
physical functioning including pain, role and social health, 
perceived health, and mental health. The scores on the 
subscales of the survey were transformed according to the 
MOS algorithm so that the range of scores for each was 1 to 
100. The empirical indicator of health was the mean of the 
transformed subscale scores. 
Interpersonal Conflict 
The conceptual definition of interpersonal conflict was 
the "perceived discord or stress in relationships caused by 
behaviors of others or the absence of behaviors of others" 
(Tilden et al., 1990b, p.338). The operational definition 
of interpersonal conflict was the summed score on the 
Conflict Scale of the IPRI (Tilden et al., 1990b). 
Stage of the infection 
The stage of the infection involved the physiological 
and behavioral manifestations of the infectious process 
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caused by he human immunodef iciency virus (HIV} . The 
operational definition for the variable was the subject's 
classification according to the HIV disease classification 
system of the Center for Disease Control( CDC). The criteria 
for each stage included the t lymphocyte count, documented 
wasting, and diagnosed infections. 
HIY caregiving responsibilities 
HIV caregiving responsibilities were conceptually 
defined as the daily activities directed toward the care of 
a HIV-positive person living in the same household. The 
operational definition was the subject's response to a 
question on the Demographic Questionnaire simply asking 
whether the subject was living in the same household with a 
HIV-seropositive person and providing care for that person. 
On the Questionnaire, examples of care activities were 
listed, such as homemaking, personal care, home health care, 
transportation, psychological support, social and 
recreational activities, spiritual support, and protection. 
Perceived stress intensity 
The conceptual de finition was as follows: Perceived 
stress intensity is the discrepancy experienced between an 
event that exceeds the individual ' s resources and the 
availability of individual and social resources needed to 
respond to the event . Perceived stress intensity was 
operationally defined as the summed score on the ten-item 
Stress Scale of the clinical version of the Mastery over 
Stress Instrument (Younger , 1991). 
Methodological Limitations 
1 . The generalizability of the study was limited by 
nonrandom sampling . Women living with HIV infection who 
chose to participate may have been different from women in 
non-study settings or women who chose not to participate. 
20 
2. Multiple sites with data collection occurring over 
24 months diminished the researcher's control over the data 
collection process and increased the threat of history to 
the internal validity of the study. 
3. Measures of the variables were self-report and 
limited by the perceptual processes of the subjects 
(Pedhazer & Schmelkin, 1991). 
4. While acceptable levels of reliability and validity 
had been reported for the longer, original version of the 
Mastery over Stress Instrument (Younger, 1991), the clinical 
version of the instrument was shorter and had undergone 
limited psychometric test ing. 
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5 . The events surrounding or j ust preceding data 
collection may have influenced who chose to participate and 
the responses of t hose who did participate. 
6. The v a r iables in the conceptual map were ordered 
f r om l ef t to r i ght as an indication of the passage of time. 
However, all the data for each subject was collected at one 
t i me. As a result , no determination of the presence or 
direction of causal forces could be made. 
7. The construct validity of the findings were limited 
by the use of a single method of data collection, pencil and 
paper instruments. 
8. A large sample size was needed to balance the number 
of variables being measured. Issues related to 
confidentiality and the researcher's dependence on data 
collectors with conflicting time demands made obtaining an 
adequate sample very difficult. 
9. Mastery of stress, health, spiritual perspective, 
and social support were socially desirable characteristics . 
The responses of the women may have been influenced by the 
need to be seen in a favorable light by the data collector 
or the researcher. 
10. Other variables such as hardiness, coherence, and 
coping methods were very similar to the selected variables. 
The desire for generalizabili ty across c onstruct s was 
limited by the number of items and i n s truments the 
researcher expected women i n stressful situations to be 
willing to complete . 
Theoretical Limitations 
1 . Ma s t ery of stress is a complex phenomenon in an 
un t es t ed theoretical framework. 
22 
2. Sociobehavioral theorists and researchers recognize 
many different conceptual definitions of the 
multidimensional variables of stress, social support, 
health, and spiritual perspective measured in this study. 
Delimitations 
Nurses and other committed professionals in health care 
agencies, community groups, and subjects' homes across the 
United States provided a heterogenous sample. The 
population for the study was women who are over 18 years of 
age, living with HIV infection, and able to read and write 
English. The subjects were receiving health care or support 
services from nurses. 
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Summary 
Living with HIV infection is a series of stressful 
experiences . According to the conceptual map of the study, 
women living with HIV infection use personal and 
environmental resources to cope with the stress, maintain 
health, and hopefully, experience mastery of stress to some 
degree. The study provided information about specific 
personal and environmental resources and the degree to which 
these resources predict mastery of stress and health. The 
study also explored HIV caregiving as a potential additional 
stressor for women who were HIV-seropositive. 
CHAPTER TWO 
REVIEW OF THE LITERATURE 
Women living with HIV infection cope with life 
stressors and disease-related stressors that threaten their 
health. The study was designed to determine whether the 
independent variables that were resource factors had a 
greater influence on mastery of stress and health than the 
independent variables that were stress factors. The study 
also explored differences in the mastery of stress and 
health of women who were living with HIV infection in 
different situations. Three naturally-occurring groups were 
identified. Women in the first group were HIV seropositive 
but not caring for anyone else who was seropositive. Women 
in the second group were seropositive and caring for another 
person who was also seropositive. The third group was 
comprised of women who were seronegative and caring for a 
person who was seropositive. This chapter reviews the 
literature related to HIV infection in women and selected 
factors affecting mastery of stress and health. The first 
section begins with an overview of the HIV epidemic and 
integrates anecdotal and theoretical sources of information 
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about how persons live and cope wi th HIV infection. This 
background information includes demographi c information , 
characteristics of HIV infection in women , p sychos oc i a l 
concerns of persons who are infecte d, a nd psychosocial 
interventions for infected p e r s ons. The remaini ng sections 
focus on published re s earch studi es r e l ated to social 
support, caregiving, inter personal conflict, spiritual 
perspective, stres s a n d coping, mastery of stress, and 
health . Empha s i s i s g i ven to studies in which the subjects 
were e ithe r women living with HIV infection, women at risk 
f or HIV i n fection, or caregivers of HIV seropositive 
p ersons. 
Overview of HIV/AIDS 
Demographics of the Epidemic 
Since 1981, large amounts of money have been spent 
researching ways to prevent, treat, and cure the acquired 
immunodeficiency syndrome known as AIDS . These massive 
efforts have yielded neither cure nor vacci ne, despite the 
recent promise of protease inhi b itors , a n ew category of 
ant-viral medications . In 1996 , for the first time , the 
deaths att r ibutabl e t o AIDS decreased (CDC , 1997). 
Worldwide , 27 . 9 million persons are estimated to be 
infected with HIV. The deaths attributable to HIV/AIDS have 
reached 5 . 8 million , included the deaths of 1.3 million 
children (CDC , 1996) . 
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HIV infection i s a reportable diseas e in only 26 
states , with 80 , 000 people in those states having been 
repor ted to have HIV, but not AIDS. The number of deaths in 
the Unit e d S t ates attributed to AIDS since the beginning of 
t he epi demic now total 343,000 (CDC, 1996). In 1995, AIDS 
was the leading cause of death among persons aged 25 to 44 
years, accounting for 1 9% of deaths from all causes (CDC, 
1997). The number of men, women, and children over age 13 
who have been d i agnosed with AIDS has reached 573,800 
persons, with 68,473 of those being reported in 1996 (CDC, 
1997). 
Demographics of infected women. The majority of AIDS 
cases reported among women occurred in the Northeast and the 
South {Rose & Clark-Alexander, 1996). The proportion of 
women with AIDS to the total population of persons with AIDS 
has steadily increased and now stands at 20% as of December, 
1996 (CDC, 1997). At that rate of increase, women will 
comprise 30 % of the persons with AIDS by the year 2000 
(Guinan & Leviton, 1995). 
Nearly 14,000 women received an AIDS d i agnos i s from 
July 1995 to June 1996 (CDC, 1996 ) . Even while the number 
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of deaths declined for a ll racial/ethnic groups and for men 
having sex w~th men , the number of deaths inc r eased for 
women b y 3% (CDC, 1997). 
AI DS i s the third leading cause among all childbearing 
women and the leading cause of death among black women in 
the childbearing age group of 15-44 years (CDC, 1996) . AIDS 
has been the leading cause of death for black women in New 
York in the same age group since 1986 (CDC, 1996) . The 
treatment of seropositive pregnant women with zidovudine 
during pregnancy, labor, and delivery and of the newborn can 
dramatically decrease the rate of perinatal transmission 
(Rogers, Mofenson, & Moseley, 1995). 
Because of the limited reporting of HIV serostatus, the 
number of women with HIV infection can only be estimated. 
Melnick, Wertheimer, and Pinn (1995) noted that many women 
die with HIV-related manifestations without receiving a 
diagnosis of AIDS, underestimating the number of female 
deaths attributable to the epidemic. 
Demographics of caregivers. The AIDS epidemic 
demonstrates the social side of health, especially in the 
area of caregiving. Ankrah (1991) defines the social side 
of health as those "factors of a social nature that enhances 
or potentially weaken s the health status of individuals or 
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whole communities " (p . 967) . The majority of the care of 
persons living with AIDS is provided by informal caregivers 
(Brennan & Moore , 1994) . The burden of the AIDS pandemic 
falls on women as spouses, mothers, and caregivers for those 
who are disabled and sick (Jayasuria , 1993). For example, 
pediatric AIDS is viewed as a disease of the whole family 
because 90% of children with AIDS have a seropositive mother 
(CDC , 1996) . Almost every seropositive infant represents 
another infected person- a seropositive mother. 
Characteristics of HIV Infection in Women 
The mode of transmission for 40% of the women diagnosed 
with AIDS from July 1995 through June was heterosexual 
contact, usually with a man who was HIV seropositive or who 
was an intravenous drug abuser (IVDU). Women who contacted 
the virus through personal IVDU directly comprised 36% of 
the women with AIDS (CDC, 1996). A study of HIV 
seropositive women in Rhode Island who were considered "low 
risk" found that 70 percent had been in stable monogamous 
relationships for at least two years prior to their 
diagnosis (Cohn, 1993). 
AIDS disproportionate ly affects minority women 
(Flaskerud & Nyamathi, 1988; Sikkema et al. , 1996) . While 
21% of the female populat ion in the United States are 
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minority women , 77 of women with AIDS are African American 
and Hispanic (CDC , 1996) . Hospitalized HIV seropositive 
women were more likely than their male counterpoints to be a 
minority: 65% of women in the study were minority c ompared 
to 33 % of the men be i ng minority (AHCPR, 1995) . 
The high incidence of HIV/AIDS among mi no ri ty 
populations has implications for access t o health care. 
Access to health care is ofte n sever el y l imited to people o f 
ethnic minorities (Smeltze r, 1992 ) and for women with l ow 
incomes (Banks, 1989 ) . Women who suffer from discrimination 
and p overty do not always have control over "the nature and 
qua li t y of t he i r h eal t h care" (Campbell, 1990, pg. 411). In 
the total context of the concurrent stressors of poverty, 
crime, drug use, and daily survival, some women find the HIV 
diagnosis of less significance (Simoni et al., 1995; Osmond 
et al, 1993). Gender rules and ethnic/ r acial identity are 
critical elements in designing prevention and service 
programs for minority women that are cul turally and 
contextually cohesive (Wingood & Di Cl emente, 1 992) . 
Diagnos i s is frequen t ly missed due to the 
manifestations o f early infec tion being different in women. 
Persistent v a ginal candidiasis is the most common 
oppo r tunistic disease in women who are HIV positive 
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(Smeltzer , 1992) . Prior to 1993 , gynecological 
manifestations of HIV infection were not considered adequate 
symptomatology to justify the diagnosis of AIDS (Smeltzer & 
Whipple, 1991) . Consequently, before that time, women were 
unable to secure the government benefits and services 
available to persons with AIDS. 
Early studies showed women died more rapidly after an 
AIDS diagnosis than men (Laurence, 1991; Cooper, 1992; 
Eskild, Magnus, Nilsen, Hasseltvedt, & Lystad, 1992). More 
recent studies have found no biological nor pathological 
reasons for the infection to progress more rapidly in women 
(Cohen, 1993; Melnick et al., 1995). Mortality rates 
related to HIV/AIDS appear to be similar for men and women 
(AHCPR, 1995). 
Most HIV positive women (85%)are of child-bearing age 
(CDC, 1996; Cooper, 1992). Williams (1990) investigated 
knowledge of perinatal transmission and perceptions of the 
child-bearing role among women who were at risk for HIV 
infection because of their illegal use of intravenous drugs. 
Children were very important to these women because often 
drug use had alienated other family members. Children were 
a source of strength and being a good mother was very 
important to the subjects. Twenty of the 21 women felt that 
abortion was the most caring decision for an HIV 
seropositive woman to make if she found out she was 
pregnant. 
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Schable et al . (1995) interviewed 541 HIV seropositive 
women who had been pregnant since 1977. The researchers 
found 88 of the women had living children with 46% of the 
mothers caring for the children alone. Other caregivers 
were grandparents (16%) and both parents (15 %). Grandparents 
were caring for 25 % of the children of mothers who were 
living in shelters or struggling with drug abuse. The 
findings highlighted the need for additional child care 
assistance and planning for permanent placement as the 
mother's condition worsened. In a study with children over 
age 9 with perinatally acquired HIV infection, Grubman et 
al. (1995) found that 76% of the children had been orphaned 
by maternal death (N=42). Through caring for these orphans, 
thirty-one women in extended, kinship, and adopted families 
had become caregivers. 
Being able to bear children has led t o difficulties for 
women who are HIV seropositive or at risk. Earlier in the 
epidemic, women were denied access to new therapies during 
clinical trials because of their potential to become 
pregnant (Laurence, 1991) . Sixty-three federally-sponsored 
32 
research s udies assessed the sa fety of zidovudine (AZT) 
before it was released for all patients in 1987. None of 
the studies evaluated the effect of AZT on women (Laurence, 
1991) . Wh ile being denied access to early studies, women 
were then targeted by public health interventions to prevent 
the spread of the infection since they were considered 
vectors of the infection (Banks, 1989; Morlat et al, 1992). 
Fortunately , the NIH Revitalization Act of 1993 strengthen 
the requirement that all studies with human subjects include 
women and members of minority groups and women. Recruitment 
of women for studies is now a high priority for the National 
Institutes of Health (Melnick et al., 1995). 
Psychosocial Concerns of Persons Living with HIV Infection 
Statistics do not account for the human suffering and 
losses experienced by those touched by HIV infection. The 
epidemic radically alters the lives of those it touches, 
placing them at risk for maladaptive coping (Van Servellen, 
Nyamathi,& Mannion, 1989). Changes in the lives of AIDS 
patients intensify as the disease progresses, precipitating 
additional changes, physical decline, and psychosocial 
difficulties (Derdiarian & Schnabel, 1990). Whether this 
principle still holds true today is not known because at 
least one study has found high levels of mental health among 
persons with AIDS compared to persons with HIV infection 
(Tsevat et al ., 1996} . 
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The unpredictability of the illness is extremely 
stressful for family caregivers. Families go through stages 
of anger , denial, and grieving as they learn t o cope with 
the illness. Families who are able to discuss the si-tuation 
and come to a spiritual acceptance of AIDS without focusing 
on it as a moral issue seem to do better (Riglioso, 1994). 
Despite the grim prognosis, persons with HIV infection 
are living longer and are demonstrating the ability to 
master their illness and experience well-being in the midst 
of illness. Personal accounts of transcendence and 
prolonged survival are well-documented. These infected 
persons recognize the importance of psychosocial variables 
in "doing well" (Gloersen et al., 1993). Unable to explain 
differences in outcomes, some scientists are acknowledging 
that pyschoneuroimmunology plays a role. Psychosocial 
variables were identified as early as 1992 as possible co-
factors impacting the progression of the disease (NIH 
Guide) . 
Early articles on the topic of AIDS reflected emergence 
in the population of homosexual men. Alienation and a 
damaged self esteem were described as common issues related 
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to homosexuality that negatively impacted adaptation 
(Govoni , 1988). The psychological distress of an AIDS 
patient was recognized as being as pervasive as the 
physiological distress (Salisbury, 1986) . Behavioral 
manifestations of the psychosocial impact of AIDS in the 
critically ill male were found to be anx i ety, denial, anger, 
depression , and suicidality (Nyamathi & Van Servellen, 
1989) . Nottingham (1990) identified a similar list: 
anxiety, fear, adjustment problems, depression, and 
psychosis . The risk of suicide among persons who were HIV 
positive was high (Farrell, 1987). Predictable crisis times 
are diagnosis, treatment, recurrence, and dying (Flaskerud, 
1987). 
Some of the psychological distress of the person with 
HIV infection occurs as a result of multiple social stigma 
(Bennett, 1990). The stigma of HIV infection has been 
attributed to the appearance of the infection in two 
ostracized groups, homosexual men and intravenous drug users 
(Riglioso, 1994). In a nationally recruited sample of 
homosexually-active African Americans (N=829 men and 603 
women), Cochran and Mays (1994) studied rates of depression 
and suicidal ideation. The men were divided into four 
groups according to HIV serostatus and degree of symptoms . 
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Higher levels of depression were found than would have been 
expected based on gender, ethnic background, or sexual 
orientation alone . Women scored higher on dep r es s i on t h an 
all groups of the men except the group of symp t omati c, HIV 
seropositive men. Cochran a nd Mays (1 994) speculated t ha t 
their findings were due t o i nterac t ion be t ween 
homosexuality , ethnic b ac kg r ound, and in the case of the 
women, being f emale. 
HIV s eropos i tive women share many psychosocial concerns 
men, inclu d i ng isolation, relationships, medical issues, 
st i gma, and shame (Chung & Magraw, 1992). Their report, 
based on three years of clinical experience leading a group 
for HIV seropositive women, included children in the list of 
concerns. The women in the group also identified children 
as a concern. Two qualitative studies with women who were 
HIV seropositive identified children as both burdens and 
supports in coping with the illness (Andrews et al., 1993; 
Rose, 1993). Children were a concern for HIV seropos i tive 
women that had not been reported by HIV seropos i t i ve men . 
Psychosoci al Intervent i on s 
Theo r et i ca l f oundations . Several different theoretical 
perspec tives have b een used when studying interventions that 
i mpact t h e psychosocial dimensions of HIV infection. 
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Nurs1ng interventions have been descr i bed a nd studied within 
the framework of Lazarus 's Stress and Coping Paradigm 
(Nyamathi and Van Servell en , 1989; Sharts-Hopka, Regan-
Kubinski , Lincoln , & Heverly , 1 99 6) . Commun i ty 
demon s t r ation p r o j ects for p r even t ing HIV infection in hard-
to-reac h p opulations have been des i gn ed using Prochaska and 
DiCl emente ' s Stages of Behavi or Ch ange (O'Reilly & Higgins, 
1991 ) . Longo et al . (1 990 ) and Korniewicz, O'Brien, and 
Larson (1990) e xplai ned their study findings in light of the 
Theory of Sti gma b y Goffman. Other theories used include 
Orem's Self-Care (Lovejoy, Morgenroth, Paul, Freeman, & 
Christianson, 1992), Parse's Man-Living-Health (Hall,1990; 
Nokes & Carver, 1991), Sander's theory of bereavement 
(Sowell, Bramlett, Gueldner, Gritzmacher, & Martin, 1991), 
Johnson' Behavioral Systems Model for Nursing (Derdiarian & 
Schobel, 1990), and Volicer's theory of hospital stress (Van 
Servellen, Lewis,& Leake, 1990). 
Interventions. A limited understanding of the soci a l 
and cognitive factors contr i buting to psychosoci a l outcomes 
in HIV/AIDS has made it difficult to de s i gn interventions 
and programs. Some pro g rams hav e taken social , cultural, and 
fami ly-or i ented a pp roaches to address the uni que need s of 
fami l i es c onfronted with HIV , such as NOAH , No One Alone 
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1th HIV (Feingold , & Slammon , 1993 ) . NOAH was designed to 
link mental health servi ces with primary care f o r HIV 
affected families in t he contex t of the community. 
Psyc ho s o c i a l care was ment i oned i n several studi es 
eva l uat i ng the benefit s of hospital units dedicated to 
caring for persons with AIDS (Van Servellen et al., 1990). 
Standardized care p l ans for persons with AIDS were found to 
lack cons e nsus when compared between four agencies with high 
AIDS case loads (Holzemer & Henry, 1991). The goal of HIV 
nu r sing care was described as helping the person accept the 
diagnosis and maintain control over his/her life (Salisbury, 
1986). 
Education to prevent the spread of the infection is a 
major psychosocial intervention. The University of 
California at Los Angeles AIDS Nursing Network has been 
actively involved in developing and providing culture-
specific AIDS education for women of color since the late 
1980s (Nyamathi, Shuler,& Porche, 1990; Flaskerud & 
Calvillo, 1991). In one study, Latino women were found to 
be more uncomfortable talking about AIDS than b l a c k women 
(Flaskerud & Nyamathi, 1989). In ano t h er s t udy , educators 
working with Vie tname se women had to overcome both language 
and cultural barriers to present an effective AIDS 
educational program (Flaskerud & Nyamathi , 1988). 
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Support groups are another mechanism for providing 
emotional and social support to the person with HIV 
infection . Newmark ( 1984) described an effort early in ·the 
epidemic to establish and evaluate a support group for 
persons with AIDS , those with prodromal symptoms, and those 
who were spouses or loved ones. Ribble (1989) presented 
decisions to be made in organizing a support group with the 
goal of empowerment. Support groups facilitated therapeutic 
connectedness by providing support in learning to live with 
the disease. Support groups also involved risks in that 
members faced their own vulnerability as they saw other 
group members deteriorate and as they developed close 
relationships with others who were also dying (Govoni, 
1988) . 
One study measured the impact of support groups. 
Hopelessness and anxiety decreased in a pretest/posttest 
design with the support group being the treatment 
(DiPasquale, 1990). Group membership explained 45 % of the 
variance in changes in hopelessness scores, with the group 
of minority women having the greatest change . The author 
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concluded that minority women may benefit more from support 
groups than other populations . 
HIV/AIDS and Social Support 
Social support has been conceptualized to impact 
stressful experiences in at least three different ways; 
through decreasing the likelihood of stressors occurring, 
buffering the effects of stress, and directly decreasing 
stress by meeting a basic human need. Social support has 
been shown to mediate the relationship between stressors and 
psychosocial outcomes in other diseases that require a high 
level of self care. For example, Connell, Davis, Gallant, 
and Sharpe (1994) accounted for 52% of the variance in 
depression by including demographic variables, the threat of 
diabetes, and perceived social support. In their study of 
community-dwelling diabetics (N =362), marital status and 
the duration of the disease were correlated with higher 
levels of perceived support. 
Social support has also been linked to positive 
psychosocial variables, such as hardiness . Nicholas and 
Webster (1993) used a cross-sectional design to describe 
hardiness, social support, a nd a measure of immune function 
in persons with HIV infection. Subjects were recruited from 
two support groups for a total N of 46. Hardiness was found 
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to be significantly correlated with social support (~ = .38, 
.Q = . 02) • 
Korniewicz , O'Brien , and Larson (1 990) compared levels 
of psychosocial adaptation at different stages of the 
disease. The at-risk group and asymptomatic group were 
higher on alienation than those with persons with AIDS; 
however , social support was not significantly different 
between groups. Lasher and Ragsdale (1989)reported 
successfully using social support theory to formulate a 
support system between two men with HIV infection. 
Persons at risk for HIV infection and at different 
stages of the disease (N = 63) were found to have similar 
levels of self-concept, self-esteem, and social support 
(Korniewicz et al., 1990). Their study with a convenience 
sample found the at-risk group and asymptomatic group were 
higher on alienation. The asymptomatic group also had 
higher levels of powerlessness. The small sample size and a 
lack of instrument sensitivity were acknowledged as 
potentially contributing to Type II error and low power in 
the statistical analysis. 
The quality of social support for HIV seropos i tive 
patients was below the social support of a comparative 
normative group in another study (Rosevelt , 1987). An 
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instrument being adapted to assess t he health care needs of 
persons with AIDS included i ndicators of social support and 
psychosocial adapta tion (Berk, Poe, & Baigis-Smith, 1992) . 
Soci a l suppo r t may be negatively influenced by limited 
fi nanc i a l resources, isolation, and the caregiving 
respons i b i l i ties of urban mothers who are HIV seropositive 
(Andrews, 1995) . Most of the published findings related to 
social support and health were done with white gay men. 
Social position and the cultural aspects that influence have 
not been adequately studied (Green, 1993). 
Social support in HIV infection is not without costs, 
such as dealing with multiple losses. Carmack (1992) 
investigated how gay persons managed the grief of multiple 
losses. She described a social process identified as 
balancing engagement and detachment. Subjects recognized 
the need to connect to provide and receive support. Yet, to 
maintain personal integrity in the midst of bereavement 
overload, detachment at times was necessary. She identified 
four categories to conceptualize the process of balancing 
engagement and detachment. Persons move between functional 
engagement, dysfunctional engagement, functional detachment, 
and dysfunctional detachment depending on how they rede fi ne d 
their personal values within the context of their previous 
lifestyle (Carma ck , 1 992 ) . 
HIV/AIDS and Caregiving 
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Caring for a person living with HIV infection is 
different from caring for persons with other illnesses 
because HIV is contagious and selectively manifested 
(Brennan & Moore, 1994). The fear of contagion can evoke 
vulnerability in the caregiver that makes the relationship 
susceptible to the extremes of separateness and enmeshment. 
The disease manifested itself selectively in the United 
States among homosexual men, ethnic minorities, and low-
income women. The stigma experienced by these groups can 
spread to include the caregivers (Brennan & Moore, 1994). 
Family caregivers of persons who were terminally ill in 
a qualitative study used sustaining relationships, cognitive 
reframing, time refocusing, attainable expectations, 
spiritual beliefs, and uplifting energy as strategies to 
maintain hope (Herth, 1993). Caregiving interfered more with 
sleep, personal time, social activities, dai ly schedule, and 
role responsibilities as time progressed. The perceived 
level of social support diminished over time. Hope was 
hindered by isolation, concurrent losses , and poor 
management of symptoms. Nineteen of the 25 caregi vers i n the 
study were women and five were caring for a family member 
with end-stage AIDS . These five caregivers had 
significantly lower level s of hope than caregivers for 
persons with other diagnoses . The findings suggested that 
caregiving for persons who were HIV seropositive involved 
additional stressors . 
43 
The additional stressors are important to consider in 
light of the age of most caregivers. Turner, Catania, and 
Gagnon (1994) used two large samples to estimate the number 
of people in the United States who provide care to persons 
with AIDS. One sample was national (N=2673) and the other 
focused on cities with a high incidence of HIV infection 
(N=8263). They defined caregiving as performing either 
domestic tasks, personal care, or both. They found that 
5.0% of the population (age 18-75) in the high-incidence 
cities and 3.2% of the entire adult population in the United 
States have provided care for a lover, friend, or relative 
with AIDS. Caregivers of persons with AIDS were younger 
than other caregiver groups that had been studied. In the 
national sample, 74 % of the caregivers were under 40 years 
of age. While informal caregiving may save money for the 
health care system, caregivers may suffer from physical and 
emotional stress and limited opportunities for economic and 
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social development . Turner et a l . (1994 ) expressed 
increased concern for the n eeds of caregivers of persons 
with AIDS because of t he younger average age and the social 
stigma as socia t ed wi th the AIDS epidemic. 
Folkman, Chesney, and Christopher-Richards (1994) 
studied men who were caring for a partner who was 
seropositive (N = 314). To compare the effects of 
caregiving , seropositivity, and the interaction between the 
two , some of the men were seropositive and had healthy 
partners, some were seropositive and their partners were 
also seropositive, and some were seronegative but had 
seropositive partners. Depression, physical health, and 
neuropsychological impairment were measured over a period of 
5 years. In addition, interviews were conducted to explore 
the concerns of the men. Caregiving was associated with 
increased depression. Factors contributing to depression 
including adjusting to the unpredictable course of the 
illness, shifting responsibilities in the relationships, the 
stress of unexpected improvement in health, r ole conflict, 
fatigue, and the extra burden of being HIV seropositive . 
Positive morale was supported by creating meaning and 
seizing the moment during ordinary events (Folkman et al., 
1994) . 
45 
Within a minority culture , a supportive family is a 
necessity for survival and is a symbol of the person's 
cultural roots . Disclosing one 's HIV serostatus and 
lifestyle to family members may be even more difficult in a 
minority culture (Takigiku , Brubaker, & Hennon, 1993). Using 
a case study of one family member, Takigiku et al. (1993) 
expanded on their proposed model of stress among parents 
caring for gay sons with AIDS. Reiterating Riglosi's 
findings (1994), stress in caregiving was increased when 
attitudes toward homosexuality were negative. Stress was 
decreased by high levels of affection and low levels of 
obligation. Family members who felt they had a choice about 
providing care were able to positively assess the situation, 
a powerful way to diminish the stress in the situation. 
A qualitative study of family caregivers of persons 
with AIDS used a grounded theory approach to elicit themes 
related to loss and dying (Brown & Powell-Cope, 1993). The 
caregivers were compared to family caregivers of persons 
with other health problems and found to be younger and to 
include more men, fewer spouses, and fewer members from 
families of origin. The major theme that emerged was living 
with loss and dying, defined as " the process of revising 
one's plan for living in the world based on the possible 
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and/or likely death of a loved one" (pg. 183) . Even prior 
to the death of the loved one, multiple losses were 
experienced by caregivers as they lost pers onal freedom, 
dreams for the future, and their lives as they had b e e n . 
Positive aspects of caregiving were identifi ed as being 
increased intimacy in the rel a tio n shi p and a stronger sense 
of cohesiveness . The amount o f t i me spent by the caregiver 
in caregiving increased, whether by choice or necessity, as 
the illness p r ogressed. Time was transformed by the 
c hallen ge of letting go of the past and putting the future 
on ho l d . The caregivers described using a strategy of 
l iving one day at a time as an emotional anchor to re-
establish their own emotional equilibrium (Brown & Powell-
Cope, 1991). 
The experience of being seropositive and caring for 
someone else who was also HIV seropositive was seen as being 
unique (Brown & Powell-Cope, 1991; Herth, 1993). HIV 
seropositive caregivers are coping with losses a nd t he 
threat of death on an even more pers ona l l e vel t han o ther 
caregivers . Poignant awa r e ness accompan ied caring for a 
l oved one who was experiencing a process of dying that 
f oretold one's own fate . Anticipatory loss and grieving 
were found to occur throughout the illness trajectory. 
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A field study of ten pers ons who were the s ignificant 
others of persons with AIDS was conducted by interviewing 
them related to their e xperiences. The emotiona l reaction s 
of the significant others vacillated be t we en hope and 
hopelessness . The relationship between the significant 
other and t he person with AI DS c h anged, in some ways 
positively, in some wa y s negatively. Significant others 
described work with AI DS services and organizations as one 
way they attempted to br i ng something positive of a negative 
situation. 
Most AIDS care takes place at home, provided by family 
and friends (Ward & Brown, 1994) making both an economic and 
social contribution. Ward and Brown interviewed 53 persons 
providing care to a persons with AIDS, drawing the sample 
from a variety of health care agencies. The live-in 
caregivers averaged 5.1 hours of housework each week due to 
the person's illness. Women were found to do more housework 
than men (z = -2.2, p = .0002). The lower the income , t he 
greater amount of time spent in providi ng c are. Famil y 
members hes i tated to use r e spite s erv ices because they 
wanted to p r ovi de companionship to the seropositive p e rson 
(Wa r d & Br own, 1 994 ) . 
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Giacquinta (1989) started a qualitative study wi th 
f amily members of person wi th AIDS {PWA) with the intent t o 
t a l k t o me mbers of several hundred f ami lies. At the end of 
one year , she had inter vi ewed 45 family members in 27 
familie s, with a nothe r 2 3 families willing to be in the 
study . As Giacqui nta expected, she found homophobia, the 
fe a r of contagion, stigma, family secrecy about the PWA's 
death, and anticipatory grief. Four other unexpected themes 
emerged. The first was the emotional exile of PWA families 
from other relatives and friends. The isolation was 
believed to be due to distancing by both the involved family 
and by others. The second theme was stifled communication. 
Even within nuclear families, members had varying degrees of 
comfort with talking to and supporting the PWA. The reality 
that AIDS was not the only life stressor for these families 
was reinforced by the repeated incidents of health problems 
and deaths of significant others. These other stressful 
life events were the third theme to emerge. The emotional 
devastation within the family was the fourth theme. The 
intensity of emotional reactions highlighted the needs of 
family members for support and empathetic health car e 
professionals. Gi acquinta (1991) openly described her own 
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personal reaction to walking "into the depths of despair and 
devastation " with these families (pg. 35) . 
Interpersonal Conflict 
Interpersonal conflict can have negative physical and 
psychological effects , even in healthy persons. In an 
exploratory correlational study with 97 healthy women, 
hostility, chronic experience of anger, and overt expression 
of anger had negative effects on health (Johnson-Sayler, 
1991) . These negative effects were stronger than the 
positive effects of hardiness and healthy behaviors. 
Holohan and Moos (1987) found a positive relationship 
between family support and active coping in both a community 
sample of 400 healthy adults and a clinical sample of 400 
depressed adults. The instrument used to measure family 
support included nine reverse-scored items about conflict, 
described as open expressions of anger and antagonistic 
interactions within the family (Holohan & Moss, 1987). 
Stressors may increase at crisis points in the illness 
or due to psychological or social conflicts (Flaskerud, 
1987) . A "constellation of interrelated psychosocial 
stressors" (Dew et al., 1991 , pg.1016), HIV infection may 
exacerbate unresolved interpersonal issues . In their study 
with wives of hemophil iac men, half of the men were also HIV 
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seropositive in addition to their hemophilia . Similar low 
levels of psychological symptoms were found among the wives, 
irrespective of whether the husband was HIV seropositive. 
Stressors for the women included the wife's perception of 
her own risk for AIDS and a greater number of loss events. 
Anger can be the cause or the result of interpersonal 
conflict. Eight caregivers who were experiencing or had 
experienced the loss of a loved to AIDS were interviewed 
about their caregiving experiences (Phillips & Thomas, 
1996). Half of the caregivers were women. Anger was the 
predominant emotion that emerged. Some anger, 
extrapunitive, was focused outwardly at the disease, the 
loved one with HIV infection, other family members, friends 
who deserted them, God and organized religion, the health 
care system, infection control procedures, discrimination, 
and society. Other anger was intrapunitive. The caregivers 
blamed themselves for the loved one having AIDS and for 
decisions the loved one had made. The researchers shared 
the caregivers had learned to manage the anger through 
poetry, diaries, public speaking, and political action. 
Conflict can also arise due to expectations related to 
caregiving. In Zambia, the majority of the hospitalized 
subjects in a descriptive study (89 %, N = 50) were expecting 
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family members t o care for them upon discharge (Nkowane , 
1993) . Nkowane also interviewed the family members of the 
same patients and found 70% of the family members wanted the 
patient to remain in the hospital. Discrepancies occurred 
because adequate financial and nutritional resources were 
not available and because of the stigma surrounded caring 
for a person who is HIV seropositive. 
Recognizing that conflict may be associated with social 
support, researchers in a study of HIV-positive mothers 
selected an instrument that would measure both (Sharts-
Ropka, Regan-Kubinski, Lincoln, & Heverly, 1996) . Subjects' 
responses to the Interpersonal Relationship Inventory (IPRI) 
by Tilden, Nelson, and May yielded mean scores of 58.68 and 
35.93 for social support and conflict respectively. 
Interestingly, acknowledging the cost of social support 
seemed to decrease psychological distress. 
Spiritual Perspective 
Spirituality has been described as the energizing, 
integrating force within a person. The integration of one's 
life is affected by suffering. Especially in the midst of a 
chronic or terminal illness, the person searches to find 
meaning in life consistent with the experience of illness. 
Fryback ' s (1993) qualitative study with persons wi th 
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terminal illnesses revealed the significance of spirituality 
to their experience of health . The persons were either 
living with HIV infection or cancer. Spiritual health 
involved self actualization , recognition of mortality, and 
belief in a higher power. 
A study with 300 subjects in equal groups, matched on 
age , gender, education, and religious background, focused on 
how illness affected spiritual perspective (Reed, 1987). 
Terminally ill hospitalized adults were found to have 
greater spiritual perspective than either non-terminally ill 
hospitalized adults or healthy non-hospitalized adults. 
Spiritual perspective was positively correlated with well-
being in the terminally ill group. Terminally ill adults 
reported a change toward increased spiritual perspective. 
Even vicariously experiencing an illness can influence 
spiritual perspective. Spiritual issues such as guilt, 
loss, and the search for life's meaning ebb and flow through 
the course of the illness. Existential concerns pervade the 
lives of the patient and significant others (Govoni, 1988). 
Consequently, spiritual support can enhance coping (Nyarnathi 
& Van Servellen, 1989) for the infected person and the 
caregivers. 
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In a pilot study with 40 subjects, Kaye and Robinson 
(1994) compared spiritual perspective in caregivers of 
persons with Alzheimer 's disease (n = 17) to spiritual 
perspective in non-caregivers (n = 23). The hypothesis that 
caregivers would have higher spiritual perspective scores 
than the non-caregivers was not statistically supported. 
However, the relationship between caregiving and spiritual 
perspective was in the predicted direction. Another 
explanation for the findings would be that more spiritually-
minded persons were more likely to undertake caregiving 
responsibilities. 
Schneider and Kastenbaurn (1993) explored the role of 
prayer in the lives of personal and professional caregivers. 
Questionnaires were returned from 78 caregivers, 50 of whom 
were volunteers. Caregivers in the study perceived 
themselves as being very religious. Prayer was cited as a 
method used by caregivers maintain their own hope as well as 
the hope of the client. 
Nine gay men were subjects in a heuristic qualitative 
study conducted within the theoretical context of Newman ' s 
theory of health as expanding consciousness (Lamendola & 
Newman, 1994) . The men were asked to respond at length to a 
question about the meaningful people and events in their 
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lives . From the transcribed interviews , the researcher 
developed simple pattern diagrams that were shared with the 
subjects in a second interview. A pattern of the whole 
emerged from the individual patterns. Alienation from 
family was followed by breaking away. Cycles of aloneness 
and searching eventually lead to a turning point. The 
turning point resulted in new meaning in their lives. The 
spiritual nature of the expanding of the consciousness was 
documented by several subjects placing importance on their 
relationship with God or a Higher Power. 
In a convenience sample of 65 men, Carson, Soeken, 
Shanty, and Terry (1990) demonstrated· a positive 
relationship between hope and spiritual well-being. 
Interestingly, those with AIDS were found to be more hopeful 
than those who were transitioning from being asymptomatic to 
having full-blown AIDS. Existential well-being, measured by 
a subscale of Ellison and Paloutzian's Spiritual Well-Being 
Scale, explained 63 % of the variance of spiritual well-being 
in this sample. Hope was found to have a significant 
positive correlation with spiritual well-being. 
Hardiness and spiritual well-being were studied in 
another convenience sample of 86 seropositive persons, 
including 14 women. A positive relationship between 
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hardiness and spiritual we l l-being was found (Carson & 
Green , 1992) . Spiritua l we l l-being accounted for 17% of the 
variance in hardiness. 
Be l cher, Dettmore , and Holzemer (1989) interviewed 
persons with AIDS. The transcripts of the interviews were 
analyzed for themes. Connectedness was found to be the 
integrative function of spirituali ty. Beliefs provide a 
framework from which to pose metaphysical questions elicited 
by having a life-threatening illness. The findings are 
difficult to evaluate because Belcher et al. (1980) did not 
specify the sample size nor describe the methodology of the 
qualitative study. 
Stress, Coping, and HIV/AIDS 
Stress is an environmental force impinging on the 
individual and strain is the human being's reaction to 
environmental forces (Langner & Michael, 1963). Through 
their classic project, known as the Midtown Manhattan Study, 
several factors mediating the connection between stress and 
strain were identified. These factors included the 
individual's endowment such as hereditary predisposition and 
physical capabilities, the cumulated positive and stressful 
experiences of the person, and personality. 
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The stress of being d i agnosed as being HIV positive has 
been well-documented . The diagnosis will be integrated into 
the total situation and "may appear to be a relatively minor 
st ressor in the context of poverty and demands of family 
life" (Andrews, 1995, pg. 39). Through her work in the 
Mothers' Study, Dr . Andrews recognized two other ways that 
HIV infection was stressful. Stigmatization was connected 
to the public image of HIV infection as a justifiable death 
sentence. The death senetence was justifiable for people 
whose behaviors contributed to their infection. Another 
stressor was the challenge of finding a way to individually 
cope with the infection (Andrews, 1995). 
The appraisal of stress was found to be a mediating 
factor in the process of coping with HIV infection in a 
study of 127 men and women (Anderson, 1995). The 
relationships of personality, socioeconomic status, and 
appraisal with outcomes related to emotional functioning 
were explored in the cross-sectional study. Appraisal of 
the threat mediated the negative relationship between mood 
disturbance and self esteem for both men and women. For 
women, the appraisal also mediated the positive relationship 
between self esteem and purpose in life . 
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Increased negative stress has been found to be related 
to a lower quality of life , more psychological distress and 
uncertainty , and emotion-focused coping in men living with 
HIV/AIDS(N=53) (McCain & Cella , 1995). The men had higher 
physical and functional well-being scores than an equivalent 
group of younger men with cancer. However, they had lower 
social/family well-being. Stigma was identified by the 
researchers as contributing to the stress of being HIV 
seropositive. 
Coping strategies vary over the course of the illness 
and from person to person. Bor et al. (1992) reported on a 
study done in the United Kingdom with HIV seropositive 
persons seeking care in an outpatient HIV clinic (N = 120 
men and 24 women) . Forty-six percent of the women had used 
the counseling service for help in coping with the 
infection, compared to 37% of the men. 
A three-year, longitudinal study with 138 subjects was 
funded by the National Center for Nursing Research (now 
National Institute for Nursing Research) to study coping 
responses in HIV infection (O'Brien & Phieffer, 1993). A 
combination of quantitative and qualitative methods were 
used during interviews conducted every three months. The 
majority of the sample were gay men (N = 133) . Out of the 
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i nterviews, s i x key psychosocial issues were identified . 
The issues were self-concept, loneliness , sexual integrity, 
home management , impai red communication , and spiritual 
distress. O'Brien provided a case history f o r each of the 
issues with suggested nursing inte r ventions. 
Another aspect of cop i ng i s self care. To care for 
self, seropositive person s n eed in f ormation about the 
disease and tre atment s. Men receiving care for AIDS or HIV 
infection in a n out pa t ien t cl i n i c participated in a study 
des c r ibing the i r informational needs (Lovejoy & Moran, 
1 988 ) . Numerous self-care behaviors were identified by the 
subjects with a dramatic increase after diagnosis in the 
number and type of self-care behaviors used. Homosexual men 
in another study had received most of their information 
about sexual concerns from community organization s and not 
from health care providers (Moran, Lovejoy, Vi ele, Dodd, & 
Abrams, 1988) . Active information seeking occurred earl y i n 
the disease trajectory i n a commun i t y-based sample of 162 
men (Lovejoy et al., 1 992). A pos itive r e lationship between 
HIV informat i on s eeking and quality of life was found. 
S i ege l and Kr auss (1991) were concerned about sexual 
deci s ion-making among gay men in the context of the AIDS 
epidemic. The unstructured interview technique generated 
narratives about how the HIV seropositive men adapted to 
living with the infection (n=55 of a larger sample of 154 
gay men) . A secondary analysis of the data yielded three 
themes of adaptive challenges . The challenges were 
described as 1) dealing with a potentially shortened life 
span , 2) dealing with the st igma of the illness, and 3) 
finding strategies to maintain emotional and physical 
health. 
Ragsdale, Kotarba, and Morrow (1992a) explored HIV 
seropositive patients' management strategies for dealing 
with their illness. Patients in the qualitative study 
described six management strategies for dealing with AIDS. 
The strategies were loner, activist, victim, time keeper, 
mystic, and medic. By using one of these strategies, the 
subjects in the study had increased control over their 
experiences. 
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Coping involves the interplay of established family 
relationships. Interestingly, the coping styles of husbands 
who were both hemophiliac and HIV seropositive were 
associated with their wives' psychological symptoms. When 
the husband used avoidance coping, the wives were able to 
minimize the impact of the infection on their lives and had 
fewer psychological distress symptoms. When the husband 
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used active cognitive coping , the wives had more symptoms of 
psychological distress (Dew et a l ., 1991) . 
Atkins and Amenta (1991) compar ed the stress of 
families where a member h a d AIDS to the stress in families 
where a member h ad another terminal disease. The study had 
a descrip tive c omparat i ve design with 26 clients in each 
group. Atki ns and Amenta found a statistically significant 
d ifference in accumulated stress between the groups. 
Persons with AIDS and their families had a mean score of 
20.54 on the FILE, The Family Inventory of Life Events and 
Changes, which measures accumulated stress. Hospice clients 
and their families had a mean of 15.19 on the FILE (~ <.05). 
The two types of families were similar on role flexibility, 
depression, and negative emotions, but differed 
significantly on trust, anxiety, and rules prohibiting 
emotional expression. Less trust, more rules prohibiting 
emotional expression, and more illness anxiety described the 
persons with AIDS and their families. The authors urged 
clinicians to help families clarify how they are defining 
the stressful situation. The family's definition of the 
situation was seen as a powerful tool f or helping the family 
to adapt. 
Mastery of Stress 
Personal and social resources influence how stressful 
situations are perceived and how the person copes with the 
situation. Mastery of stress involves growing personally 
and gaining new meaning in one's life as the result of a 
difficult situation (Younger , 1991). 
The absence of mastery can lead to depression. 
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Perceived stress intensity has been negatively associated 
with depression across ethnic lines. Franks and Faux (1990) 
found perceived stress and depression to be negatively 
correlated in women in four ethnic groups in Canada (N=212). 
Holahan and Moos (1991) showed that personal and social 
resources operated prospectively over four years to predict 
depression (N = 254). 
Kelly et al. (1993) gave persons with HIV infection the 
Center for Epidemiological Studies Depression Scale (CES-D) 
as well as instruments to measure perceived social support, 
health locus of control, HIV symptoms, substance use, and 
sexual behavior. The majority of the subjects (80 %) 
described themselves as being gay or bisexual men (N = 127 
men and 15 women). The mean score on the CES-D was 25.09 
with 15 being the cutoff for significant depression. 
Depression scores we~e negatively correlated with perceived 
social support and positively correlated with health locus 
of control, high-risk sexual behavior, and the use of 
recreational drugs . 
Another large study measured depression in HIV 
seropositive persons . The research was designed to 
investigate the impac t of gender, race, and mode of 
transmission on the coping of HIV seropositive persons 
(Fleishman & Fogel, 1994). Forty percent of the sample 
scored above the cutoff score for depression. Physical 
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symptoms were found to be positively correlated with 
psychological distress. Social support was negatively 
related to psychological distress. Positive coping 
behaviors were inversely related to depressive symptoms. 
Several findings reported by Fleishman & Fogel were 
statistically significant, but not clinically significant. 
Weaknesses of the study included repeated analyses without 
adjusting the criteria for significance and reporting gender 
as a contributing variable in several regressions when only 
67 of the 1031 subjects were women. 
Two studies were found specifically focusing on mastery 
of stress with HIV seropositive persons. Gloersen et al . 
(1993) conducted a 2-year qualitative study to learn what 
doing well with AIDS meant to their clients. As clinicians , 
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the authors struggled with helplessness in the face of the 
human anguish of the AIDS epidemic and began the research 
study as the first step in developing more effective 
interventions for their clients. The seropositive sample of 
15 homosexual men and one female were interviewed and the 
interview transcripts analyzed using the constant 
comparative method . Seven processes were used by the 
subjects to achieve well-being. The processes were 
accepting, being active, masterful living, relating mind and 
body, being positive, participating in health care, and 
experiencing support. These processes were described as 
being dynamic, unfinished, and interactive with the 
environment and each other. 
The process of masterful living included cognitively 
gaining control of the crisis of adapting to AIDS (Gloersen 
et al, 1993) . Paradoxically, the process also involved 
letting go of what could not be controlled. One way to gain 
control was to believe one could freely choose one's destiny 
and make decisions. The subjects descr ibed creating their 
own reality, being determined to live, and relying on self 
as aspects of the process of masterful living . In addition 
to masterful living, the participants related two general 
ways of cognitively reframing AIDS so that well-being was 
expedited. The ways of conceptualizing AIDS were as an 
"opportunity for self-actualization" or as a "manageable 
chronic illness" (pg . 46). 
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The second study addressing mastery of stress in HIV 
seropositive persons was done by Barroso (1993). She 
conducted a naturalistic descriptive study to identify and 
describe factors and processes contributing to long term 
survival, defined as living at least 3 years after being 
diagnosed as having AIDS. Using purposive sampling, twenty 
participants were obtained with much difficulty due to 
resistance from health care professionals. The 
professionals did not believe people could survive more than 
three years with AIDS. 
The participants had reconstructed their lives within 
the context of HIV disease (Barroso, 1993). The dimensions 
upon which they reconstructed their lives were normalizing 
(cognitive dimension), focusing on living (attitudinal 
dimension), taking care of oneself (behavioral dimension), 
being in relation to other (interpersonal dimension), 
triumphing (existential dimension) . The reconstructive 
dimensions worked by allowing the person with AIDS to 
maintain a life in balance. Economic problems, disease 
exacerbations, social problems, and inability to access 
65 
services were issues that could d isturb the fragile balanced 
life . 
For the participants, reconstructing their lives was 
health . Using the dimensions , they were able to maintain a 
level of health within illness. Reconstructing one's life 
was not seen as a destination, but a journey. The general 
theme of reconstructing one's life certainly implied mastery 
over stress. In addition, one of the actions specific to 
the dimension of taking care of oneself was decreasing 
stress (Barroso, 1995) . 
Health and HIV/AIDS 
Physical functioning has been considered to be an 
important covariate when studying the impact of chronic 
illness (Connell et al., 1994). The greater the physical 
disability, the more difficult the adjustment to the chronic 
illness. From the hierarchial model of levels of health, 
clinical health is a prerequisite for experiencing higher 
levels of health. Qualitative studies with persons who were 
ill have generated grounded theory contradicting the 
hierarchial model. Subjects described health in i llness or 
higher models of health in the absence o f clinical health 
(Fryback, 1991; Fryback & Reinert, 1993). 
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As the focus shifted from HIV infection being an acute 
and terminal illness to it being a chronic condition, there 
was increased interest in the health of persons living with 
HIV infection (Morrison, 1993). Measures of physical 
functioning and general health used for the general 
population have also been used in - studies with persons with 
HIV infection. 
Stanton et al. (1994) studied functional status of 
persons with HIV infection over time (N =728, including 223 
women) . In the advanced stages of the disease, dependency 
on others for activities of daily living was associated with 
greater risk of death. Assessment of functional status was 
seen as a way to improve care for infected persons by 
identifying those who may need closer monitoring. 
Clinical trials for HIV/AIDS medications and treatments 
needed outcome measures for health. Instruments developed 
by the Medical Outcomes Study group (MOS) had validity and 
reliability supported by large national studies as well as 
being known for being practical. Consequently, large 
medical centers have used MOS instruments in studies with 
HIV seropositive persons for several years. 
In a clinical trial for zidovudine, an anti-viral 
medication , 117 patients were assessed on aMOS instrument 
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called the Short Form He a l t h Survey (Wu et al., 1991) . The 
instrument took only abou t five minutes to complete in the 
cli n i cal se t t i ng and was found to be acceptable to pat i ents. 
As ymptomatic seropositive patients scored higher on well-
being and functional status than reference populations of 
persons with chronic illnesses. Persons transitioning from 
being asymptomatic toward AIDS (called AIDS-related complex 
at the time of the study) had the lowest mental health 
scores . 
Another study (N 139, including 7 women)using the MOS 
Health Survey (SF-36) assessed health in HIV seropositive 
persons over time (Tsevat et al., 1996). Health status was 
compromised in these patients compared to the general 
population. Mental health was better among patients who had 
AIDS compared to those who had yet to develop AIDS, 
indicating the potential for acceptance and resolution over 
the course of the illness. Physical functioning and general 
health predictably declined with advancing disease. 
One study using the MOS Health Survey with HIV 
seropositive persons was found that included enough women 
that comparisons could be made to the health scores of the 
men (Watchel et al., 1992). The 55 women in the study were 
found to have lower scores than men on mental health, role 
functioning, and social functioning . The health scores of 
the total sample (N =520) were low, especially on the role 
function items . 
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Psychosocial variables have been linked to health. The 
li terature provided support for the relationships between 
the independent variables selected for the study and health. 
Demographic variables and health. Income and ethnicity 
are believed to be important determinants of risk behaviors 
and health promoting behaviors in women. Women whose 
children were in Head Start programs in Los Angeles (N = 
301) were surveyed as to their health promoting behaviors. 
Describing the findings with the Black and Latino women 
(N=243), Sander-Phillips (1994) concluded Latino women were 
more likely to participate in all healthy lifestyle 
behaviors, with the exception of exercise. Healthier eating 
habits and self-ratings of good and excellent health 
characterized the Black women. Education programs focusing 
on improving health of Black and Latino women need to be 
tailored to meet the needs of the specific ethnic group. 
Recruiting HIV seropositive patients over three years 
(N =386, including 85 women), a study was conducted to 
compare the needs of patients in d ifferent health care 
settings and to compare patient and nurse perceptions of 
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those needs (Baigas-Smith , Gordon, McGuire, & Nanda, 1995) . 
Nurses consistently felt physical needs were the most 
important, irregardless of the setting . For patients, the 
most compelling health care needs were related to finances. 
The inability to hold a steady job because of health and the 
subsequent lack of adequate money to meet living and health 
expenses were major concerns for the patients. 
Perceived stress intensity and health. One study 
assessed immunological parameters in 45 homosexual men who 
had experienced the death of a close friend. The data from 
the bereaved group were compared to immunological parameters 
in a non-bereaved comparison group matched on age and HIV 
serostatus (Kemeny et al., 1994). The researchers found no 
immune differences between the bereaved and non-bereaved 
groups. Depressed mood as measured by the 
depression/dejection subscale of the Profile of Mood States 
was found to be associated with a decline in specific immune 
system markers. Depressed persons had lower levels of CD4 T 
cells and higher levels of activated CDS T cells (Kemeny et 
al., 1994). 
A direct link between stress and perceived health was 
found in a model-testing study with a sample of 170 
adolescent girls (DeMaio-Esteves, 1990). Problem-focused 
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coping had a mediating e f f ect on the r e l ationship between 
perceived health st a tus and d a il y stress. Problem-focused 
copin g h ad a d i rect and pos i t i ve effect on perceived health 
st a t us , as measured by the General Health Rating Index. 
In a study a l ready mentioned, Siegel and Krauss (1991) 
de s c r i b ed b e h aviors used by HIV seropositive men to maintain 
their p hys i cal and emotional health. The men repeatedly 
expressed the need to take control of their own health and 
t o maintain appropriate vigilance about health. Difficult 
decisions about treatment were stressful, including the 
value of healing therapies such as meditation, yoga, and 
special diets. The men recognized the need to maintain a 
positive psychological state and avoided stress as part of 
their health vigilance. 
Social support and health. Trusting was the social 
psychological process determining how gay men responded to 
AIDS (Getty & Stern, 1990). Thirty-four healthy gay men 
were interviewed and the data combined with data collected 
through participant observation and field notes. AIDS was 
perceived as a threat by all the sub j ects, thre ateni ng their 
health and their acceptance i n socie t y . Getty a nd Stern 
described a developmenta l p r o c ess through which gay men move 
in order to achi eve h igh level wellness . A lack of trust 
made it difficult for seropositive persons to obtain and 
maintain the social support that was so important. 
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Spiritual perspective and health. The conceptual model 
for this study hypothesizes that spiritual perspective 
impacts health. Support for the relationship between 
spirituality and health was found by Carson (1993). A 
convenience sample of persons with AIDS were asked to rate 
their spiritual, emotional, and physical health on a 
response of zero to three, with three indicative of 
excellent health. Spiritual health, mean score of 1.90, 
was found to be significantly higher than either emotional 
(m = 1.65) or physical health (m = 1.64). Positive 
correlations were also found between each measure of health 
and the score on the Personal Views Instrument that measures 
hardiness. Low positive, but statistically significant, 
correlations were found between hardiness and prayer (~ = 
.233, ~= .01) and meditation (r = .262, p = .005). From the 
answers to questions about health behaviors, it was learned 
that more than half the subjects participated in exercise a 
great deal and used vitamins. While Carson reported a 
significant correlation between the score on the combined 
health-promoting behaviors scale and hardiness (~ = .32 4, ~ 
= .001), the estimate of internal consistency for the scale 
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was low (coefficient alpha .46). The low coeffi c ient alpha 
did not support the combination of the items into one scale. 
Hope is an aspect of spirituality that can promote 
health . Hall (1990) explored the concept of hope and its 
relationship with health in a qualitative study with 11 
asymptomatic seropositive men. Hope emerged as having a 
future life in spite of the diagnosis, having a renewed zest 
for life, finding a reason for living, and finding a 
treatment that one believes will contribute to survival. 
All informants experienced times of shock, anger, and giving 
up . A measure of hope was regained through affect-control 
strategies. 
Within Parse's theory of Man-Living-Health (now known 
as the Theory of Human Becoming), Nokes and Carver (1991) 
explored the meaning of living with AIDS. Parse's theory 
unequivocally states health is what the person languages 
health to be. There are no external criteria by which 
health is measured. Using Parse's qualitative descriptive 
method, Nokes and Carver found three themes that coincided 
with Parse's three theoretical principles. Patterns of 
being shifted abrupt ly as priorities changed. The 
uncertainty of being with and yet away from close others 
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gave rise to fluctuating possibilities . Changing hopes and 
dreams surfaced from the insights of suffering . 
Other Psychosocial Concerns and Strategies 
Uncertainty is a common theme identified in qualitative 
studies of persons with HIV infection (Brown & Powell-Cope, 
1991; Cowles & Rodgers, 1991; Hall, 1990; Longo et al., 
1990 ; Nokes & Carver, 1991) . Uncertainty and 
unpredictabilit y regarding the future was the most 
frequently experienced category of hospital stress in a 
sample of 370 men (Van Servellen, Lewis, & Leake, 1990) . 
The psychosocial impact of the disease was found to be 
greater than the physical impact, whether the subjects had 
HIV infection, ARC, or AIDS (Ragsdale & Morrow, 1990). 
Concerns of PWAs in one study included uncertainty about the 
future, desire to maintain physical and/or psychological 
health, social unacceptableness, fatigue, and weight loss 
(Longo et al., 1990). 
HIV/AIDS Studies with Women as Subjects 
Twenty-one nursing research studies that considered 
psychosocial var i ables as cofactors in HIV disease were 
published between 1987 and 1991. From an analysis of these 
studies , the investigator concluded that patients perceived 
quality of life and survival to be influenced by 
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psychosocial variables (Gray , 1992). What was not known was 
whether this statement held true for women because so few of 
the studies had included women. When the samples sizes for 
the 21 studies were combined (N=l , 594) , there were only 57 
female subjects . Most early research with female subjects 
focused on women at risk for HIV infection and prevention. 
Women at risk for HIV infection 
A cross sectional survey was conducted with 152 current 
and former drug using, sexually active women. The women 
were recruited for the study from drug treatment programs in 
three cities in New Jersey with a high prevalence of HIV 
infection. The researchers examined demographic factors, 
sexual behavior, drug use behavior, and psychosocial factors 
as explanatory variables for the dependent variable of 
perceived susceptibility to HIV (Kline & Strickler, 1993). 
The women realistically perceived themselves at risk for HIV 
infection due to intravenous drug use. However, they 
underestimated their risk of contracting HIV infection from 
unprotected sexual activity. Women evaluated their degree 
of susceptibility for HIV infection by the emotional quality 
of the relationship. As the emotional quality of the 
relationship improved, the women perceived a decline in 
their risk for HIV and decreased the use of condoms. 
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In a study with the same population , disadvantaged, 
high risk black and Hispanic women were studied by Kline, 
Kline , and Oken (1 992) using focus groups. Women were 
recruited from drug treatment centers in New Jersey (N = 
134) to meet the criteria of either having used intravenous 
drugs in the past six months, being HIV seropositive, or the 
sexual partner of an intravenous drug user. The women were 
found to be extremely protective of their children, with the 
mother role superseding attachment to the partner. 
Traditional subservient roles of minority women were not 
supported by the findings. The women were found to be 
assertive, often in economic control in the family, and 
gaining the upper hand in sexual bargaining situations 
(Kline, Kline, & Oken, 1992) . 
Nyamathi (1992) predicted factors that would be 
associated with high risk for contracting the HIV infection. 
In her sample of 460 black homeless women, the majority were 
categorized as being high risk (65.0 %) due to their 
intravenous drug use. Discriminant analysis revealed high 
risk group members could best be distinguished from the 
members of the low and moderate risk groups by emotion-
focused coping, increased severity of concerns, increased 
depression, and lower self esteem. 
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McCoy and Inciardi (1993) developed a model of sexual 
decision making for women who are at risk for HIV infection. 
In their model, the presence of children in the home, 
especially those under age 18, increased the woman's 
dependence on her partner for financial and emotional 
support . The increased dependence was proposed as a factor 
in decisions about condom use. However, the use of crack 
cocaine was the only significant contributor to the variance 
in sexual behavior decisions. 
Women who are HIV seropositive 
A qualitative study was done with 31 women who were HIV 
seropositive, but not intravenous drug users (Semple et al., 
1993) . Through semi-structured interviews, the researchers 
elicited the women's descriptions of major life stressors. 
The problem and difficulties arising directly from the HIV 
infection were categorized as primary stressors. The 
increase in strain in other roles due to the HIV infection 
were categorized as secondary stressors. Unlike the 
characteristics of the larger population of women with HIV 
infection, the sample was well -educat ed and predominantly 
white (Semple et al., 1993). Only 64% of the women had 
experienced physical symptoms in the last six months. 
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Fat1gue , sleep disturbances , and gynecological problems were 
the most frequently repo r t ed . 
The role a r eas of children and family , marital/partner, 
occupat i on, economi c, and social network were the secondary 
stressors identified by the women (Semple et al., 1993): 
Stressors related to children and family included decisions 
about disclosure of seropositivity status to the children, 
uncertainty about possible transmission to an infant, 
reproductive decisions, and issues of guardianship. 
Particularly of interest to this study, the researchers 
noted that "the physical and emotional demands of providing 
care to an HIV-positive child are likely to exact a large 
toll on the health and well-being of the mother who is also 
infected with the virus" (p. 23) . Caregiving for another 
person, especially a child, who was HIV seropositive also 
was viewed as an additional stress for the infected woman. 
Regan-Kubinski and Sharts-Engel (1992) used a case 
study approach to describe the mental pictures that women 
with HIV infection have of their illness. They proposed 
that the mental picture of the illness, called illness 
cognition assessment, developed as a result of the appraisal 
of one's health status. They noted the likelihood of the 
HIV seropositive woman also having to cope wi th t h e 
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infection in one or more of her family members, often a 
child . The work of mothering was described as increased at 
a time when the ability to cope is taxed by one's own 
disease . Social supports, personal skills, material 
resources , and a sense of control were identified as 
valuable resources for buffering the effects of stress. 
Pergami et al. (1993) studied 57 HIV seropositive women 
i n Italy and compared them to 23 HIV seronegative women who 
were intravenous drug users (IVDU) or partners of IVDU. The 
purpose of the study was to describe the previous and 
current psychiatric morbidity and psychosocial problems of 
the HIV seropositive women who were asymptomatic. HIV 
seropositive women were more likely to have deliberately 
harmed themselves after HIV testing than were HIV 
seronegative women. Only ten percent of the HIV 
seropositive women and 18% of the seronegative women 
reported good social support. In both groups, at least 50% 
of the women had depression scores above the cutoff score 
for abnormality. Interestingly, HIV seropositive women did 
not differ significantly from the HIV seronegative controls 
regarding past or current psychiatric morbidity. The HIV 
seropositive actually had less psychological distress than 
the HIV seronegative women on some variables. The 
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researcher explained the unexpected findings by emphasizing 
the importance of personality factors and pre-existing 
morbidity in whether psychological morbidity develop s i n the 
aftermath of a life-threatening diagnosis (Pergami e t al , 
1993) . 
In a descriptive stud y o f HI V-positive ·mothers, Rose 
and Clark-Alexander (19 9 6) found l ow levels of psychological 
quality of life. That the women were receiving holistic 
care in a p edi a tri c AI DS clinic with their children may 
exp l a in t h e h igher levels of social quality of life found. 
However, concerns were raised about the degree of 
psychological distress being experienced by women receiving 
care in a supportive environment. What about the women 
receiving no care or care in a less supportive environment? 
Self-care burden was studied in ten women in an 
ambulatory clinic (Anastasio, McMahan, Daniels, Nicholas, & 
Paul-Simon, 1995). The study was des i gned to u ti l ize Orem's 
Self Care Theory. The sample was small (N =10 ) , but did 
provide information about the h e a lth deviation self-care 
needs of seroposit i v e women. While seven of the women had 
c h i ldre n, onl y one woman was living with her children . Six 
women stated they were depressed and two had been ill more 
than 10 times in the past year. 
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Women who are careglyers for HIV seropositive persons 
Parenthood in combination with HIV infection raises 
conce rns about family functioning and the mental health of 
the children (Niebuhr, Hughes, & Pollard, 1994). A survey 
of HIV seropositive clinic patients (n=242) found 77 who 
were parents (Niebuhr et al., 1994). The majority of the 
sample were men of which 22.5% were parents. Out of the 42 
female subjects, thirty-one were parents (75.6%). Only five 
of the children were HIV seropositive. The parents did not 
perceive that their children needed emotional help nor did 
the parents perceive themselves as needing assistance 
dealing with the issues of being a seropositive parent. It 
is not known whether the findings would have been similar if 
more of the children had been HIV seropositive. 
Clinicians and researchers focusing on the pediatric 
AIDS epidemic recognize the reality of the HIV-infected 
child representing only one member of a family whose lives 
have been affected by the HIV infection (Van Dyke, 1991). 
Summary of Review of the Literature 
With persons with HIV infection living longer, 
improving quality of life becomes a critical issue (Kelly et 
al., 1993). Different coping strategies may be needed at 
different times in the course of the infection, but at every 
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stage , the importance of psychosoc i a l variabl es can not be 
overemphasized . The demographics o f t he epidemic and the 
charac te r istics o f the infection in women were described as 
background for the stud y . Fi ndings related to the variables 
in this study were presented. Social support and 
spirituality were shown to be positively related to doing 
well wi t h HIV i nfection. Interpersonal conflict and 
perceived stress can interfere with positively adapting to 
di f ficult situations. The significance of the selected 
variables was supported. In addition, mastery of stress and 
health in the midst of illness were demonstrated in HIV 
seropositive groups. Studies with women as subjects were 
also presented. 
Because psychosocial research in HIV infection is in 
its infancy, many studies have been qualitative. 
Qualitative studies by design are not generalizable. 
Psychosocial factors in HIV infection in women have been 
studied only to limited degree. The studies conducted by 
nurse scholars such as Flaskerud, Nyamathi, Rose, Andrews, 
Williams, Sharts-Hopka, Regan-Kubinski, and others have 
added to our knowledge about HIV i n fec t ion i n women but gaps 
still remain. With except i on of t h e studies done by 
Flaskerud and Nyamath i i n the area of ethnicity and AIDS 
prevention , small convenience samples have been a major 
limitation . Between the number of qualitative studies and 
the small sample sizes , the findings from the other studies 
are not generalizable to the heterogenous population of 
women with HIV infection. The review of the literature 
identified gaps in nursing knowledge related to mastery of 
stress and health in women with HIV infection and provided 
support for the need for this study. 
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CHAPTER THREE 
PROCEDURE FOR COLLECTION AND TREATMENT OF DATA 
The purpose of the study was to determine the 
relationships between resource fa ctors, stress factors, 
mastery of stress, and health in women who are living with 
HIV infection. The study also explored the differences in 
mastery of stress and in health experienced by women who 
were HIV seropositive but not providing care for a person 
who was HIV seropositive, women who were HIV seropositive 
and providing care for a person who was HIV seropositive, 
and women who were HIV seronegative and providing care for a 
person who was HIV seropositive. This chapter describes the 
research design, setting, population and sample, data 
collection, protection of human subjects, instruments, and 
treatment of the data. 
Research Design 
The study was a cross-sectional design with data 
collected from each subject one time. To answer the two 
hypotheses, two slightly different research designs were 
planned. A predictive correlational design was used to 
address the first hypothesis. The first hypothesis compared 
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whether personal and environmental resources were better 
predictors of mastery of stress and of he alth than were 
stress factors . The first step in compa r ing the p r edictive 
abilities of these groups of variab l e s was to determine the 
strength of the relationships between the i ndependent and 
dependent variabl e s (Burn s & Grove, 1997). The dependent 
variables of mast e ry o f stress and of hea l th were predicted 
from the independent var iables that were resources-- support 
n e twork s ize, education, income, social support, and 
spiritua l perspective. Then the dependent variables of 
mastery of stress and of health were predicted from the 
independent variables that were stress factors--HIV 
caregiving responsibilities, stage of infection, 
interpersonal conflict, and perceived stress intensity. The 
predictive abilities of the two sets of independent 
variables were then compared. The model of the design for 
Hypothesis 1 is displayed in Figure 2. 
The study also planned to explore the di ff e rences i n 
mastery of stress and health exper i enc ed b y HIV seropositive 
women with caregiving respons i b ilities to those HIV 
seropositive women who we re not caring for person who were 
HIV seropos i tive . For baseline comparison, the researcher 
planne d to i nclude a third group of HIV seronegative women 
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Implications for 
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Figure 2 : Vi sual Mod el of Predictive Corr e l a tional 
Res e arch Design for Hypothes i s 1. 
providing care for persons who were HIV seropositive . The 
third group was not included in the analyses due to its 
small size (n=S) . The investigator used a de scriptive 
comparative design to test the second hypothesis by 
describing differences in variables in two or more groups 
that occurred naturally in a sett ing (Burns & Grove, 1993, 
pg.294) . Figure 3 displays a visual model of the research 
design for thi s hypothesis. 
Setting 
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The setting for the study was broadly defined in an 
effort to obtain a sample of adequate size composed of 
heterogeneous subjects. The initial plan was for subjects 
to be enrolled in the study by the data collectors in health 
care or HIV community agencies with the subjects completing 
the packet of instruments prior to leaving the agencies. 
The data collection plan was revised after one year to allow 
subjects to take the packets to their homes to comple te. 
The investigator recruited data collectors associated 
with a wide range of agencies and organizations. Data 
collectors were recruited from all 50 states through an 
advertisement in the Journal of Nurses in AIDS Care. The 
researcher also distr ibuted information about the study at 
the national convention of the Association of Nurses in AIDS 
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Description 
of 
Key Variables 
Comparison 
of 
Groups 
Interpretation 
Hypothesis 
Development 
Group A: Group 8: Group C: 
HIV+ HIV+ HIV(-) 
women women women 
who are who are who are 
caregivers not caregivers 
caregivers 
I 
Mastery Mastery of Mastery 
of Stress Stress and of Stress 
and Health Health in and 
in Group A Group 8 Health in 
Group C 
I 
Compare Compare Compare 
Group A Group A Group 8 
to to to 
Group 8 Group C Group C 
Possible Meaning of the 
Similarities and Differences 
in the Variables 
between the Groups 
I 
Hypotheses for Future 
Studies 
Figure 3: Planned Des i gn f o r Hypo thesis 2 : Visual Model of 
Descriptive Comparat i ve Re s earch Design . 
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Care (ANAC) held in Chicago , Illinois, and the Biennial 
Convention of Sigma Theta Tau International held in Detroit , 
Michigan . Letters were sent to 41 ANAC chapter presidents 
and to 44 members of the Southern Nursing Research Society 
who listed in the organization' s directory as being 
interested in HIV-related research. From these contacts, 
the researcher provided additional information to potential 
data collectors in 19 states. Several potential data 
collectors indicated their strong interest in the study but 
were unable to add data collection to an already overcrowded 
schedule. In February of 1996, the investigator sent a 
follow-up letter to all persons who had received information 
packets about the study but had not responded. 
Packets of research instruments were sent to persons in 
the following states who agreed to be data collectors: 
Texas, California, Tennessee, Alabama, Arizona, Florida, 
Connecticut, Wisconsin, Pennsylvania, Massachusetts, and 
Georgia. Packets were sent to 11 different sites in Texas. 
Two data collectors interacted with subjects after meetings 
of a support group for HIV positive women, one in Texas and 
another in Arizona. At other locations in Texas and 
california, packets were distributed at community service 
agencies directed by and provided for women who were HIV 
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positive . Nurses and case managers at three infectious 
disease clinics located in Massachusetts, Texas , and Alabama 
also provided their clients with the opportunity to 
participate . In Texas , women being seen at the offices of 
two private physicians who specialize in HIV care were 
recruited for the study. Packets were also distributed to 
patients on infectious d i sease units in two acute care 
facilities in Texas. 
Population and Sample 
The population for the study was women living with HIV 
infection who were receiving health care or support 
services. Researchers wanting to study persons who are HIV 
seropositive encounter serious methodological problems. 
Obtaining a sample can be especially difficult (Gaskins, 
Sowell, & Gueldner, 1991), especially a sample of HIV 
seropositive women (Regan-Kubinski & Sharts-Hopka, 1997). 
Discrimination, ostracism, and stigmatization have made 
persons who are HIV seropositive legitimately afraid of 
disclosing their serostatus. Their vulnerability and fear 
as well as issues of confidentiality prevent clear 
definition of the universe of eligible subjects . A clear 
definition of the universe of subjects is a prerequisite to 
random sampling (Kline, Kline, & Oken, 1992). Consequently, 
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the sample for this study was a nonrandom, convenience 
sample . To be eligible for the study, the women had to be 
able to read and speak English, be at least 18 years of age, 
and give informed consent. 
The sample included 20 HIV seropositive women who were 
also HIV caregivers {Group A), 60 HIV seropositive women who 
were not living in the same household with another person 
who was HIV seropositive {Group B), and 5 seronegative women 
who were caring for someone who was HIV seropositive {Group 
C) . The sample did not reach the desired size. Priori 
power analysis using an estimated effect size of .40 {a 
medium effect size for analysis of variance), a desired 
power of .80, and an alpha of .01, one-tailed test, revealed 
that the sample needed to have 57 subjects. Each of the 
three groups for Hypothesis 2 needed at least 57 subjects 
for a total of 171 subjects {Burns & Grove, 1993). To allow 
for possible missing data, the original goal was to have at 
least 60 subjects in each group, a total of 180 subjects. 
After two years, the decision was made to stop data 
collection and to address issues of power and sample size 
after data analysis. 
Due to the issues of confidentiality already mentioned, 
a less conventional sampling method was selected. The 
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sample was obtained by asking health care professionals who 
were already privileged to their patients' seropositive 
status to approach potential subjects, obtain informed 
consent , and collect data (Gaskins et al., 1991). As 
discussed earlier , the investigator for this study used a 
notice in a speciality j ournal, a message on an electronic 
listserve , targeted mailings , and professional networking to 
recruit data collectors from a variety of health care 
facilities and community organizations. 
After one year, data collection was progressing very 
slowly. Research packets had been returned from data 
collectors in Texas, Massachusetts, Wisconsin, Connecticut, 
and Florida. Only 9 seropositive women who were also HIV 
caregivers, 15 seropositive women who were not HIV 
caregivers, and 1 seronegative woman who was an HIV 
caregiver had responded. A change was made in the sampling 
methodology to allow nurses, other health care providers, 
and HIV-seropositive women to distribute packets to 
potential subjects. These packets included the researcher's 
address and postage so that individual subjects could return 
the completed packet by mail. Figure 4 d i splays the number 
of subjects in each group who participated in the study 
before and after the change in the method of data 
Data Collection Progress 
Group A Group 8 Group C 
• 4/96 to 4/97 4/96 to 2/97 Will 2/95 to 3/96 
Figure 4: Number of women in each group on March 31, 1996 
and at the end of the study. 
KEY 
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Group B 
Group C 
collection. 
= HIV+ women who were HIV caregivers 
HIV+ women who were not HIV caregivers 
HIV- women who were caregivers 
These c omb i n e d strategies resulted in data 
eventually b eing collected in 16 cities in 10 states . 
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Protection of Human Subjects 
Persons who are HIV seropos i t i ve may come from outside 
the mainstream of society and a "breach of confidentiality 
may have catastrophi c e ffects" (Herrick & Smith, 1989, 
p . 37) . The invest i gator made every effort to ensure the 
protection of t h e subjects from harm due to the study. 
Informed Consent 
The data collector was instructed to sit down with the 
prospective subject and read a statement about the potential 
benefits and risks of the study. Women who were given the 
packet to take home to complete were instructed to read the 
consent form. The consent form clearly stated that the 
subject could withdraw at any time without any change in 
medical care or the nurse-patient relationship. 
Subjects initialed the consent forms. The consent form 
stated that the subject could make up the initials used. 
Subjects were given the option of having a copy of the 
initialed consent form. The data collectors were instructed 
to protect the identity of the subjects. 
The consent forms were to be witnessed by the da t a 
collector and one copy returned wi th t he packe t. Twenty-five 
packets were returned correctly with t he con sent forms 
initialed by the subject and signed by the data collector . 
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Nineteen packets were returned wi thout consent forms inside , 
but with the questionnaire s completed . Of the remaining 
packets , 43 were r e turned with the consent f orms i n it ia l e d 
but without t h e signature of the data collector. Although 
the c o nsent f orms were not correct l y completed or returned, 
t h e return of the complete d r esearch i n s truments was 
considered to be implied consent and the data was used. 
Data collectors wer e instructed to return completed 
resear ch packets by certified mail. Packets completed by 
ind i vidual subjects at home were mailed directly to the 
r esearcher's home. To further protect their identity, the 
investigator did not have a list of subjects. The returned 
instruments and instruments were marked only with a subject 
number. This degree of confidentiality was made possible by 
the method of data collection, the subjects using initials 
to indicate their consent, and the instruments being coded 
only by subject number. 
Agency Permi ssion 
The study received the approval o f the Huma n Sub jects 
Review Committee of Texas Woman' s University in 1995 
(Appendix A) and renewe d approval in 1996 including the 
change i n t he method of data co l lection (Appendix B) . The 
inv estigator received fund i ng t h r ough t he Un iversity of 
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Texas at Arlington and human subjects approval was obtained 
from this university a s we l l . Table 1 lists the agencies 
where t he r e s e archer sought and received approval by the 
Human Sub j ects Committee. Potential data collectors 
provided the researcher information about obtaining human 
sub j ects approval from the institution with which they are 
affiliated. In some settings, the potential data collector 
used the overview of the study and other materials provided 
by the researcher to apply for human subjects approval. For 
Table 1 
Approvals Obtained from Institutional Review Boards and 
Committees for the Protection of Human Subjects 
Agency 
Texas Woman's University 
The University of Texas at 
Arlington 
Tarrant County Hospital District 
Nursing Research Committee 
Location 
Denton, TX 
Arlington, TX 
Fort Worth, TX 
table cont i nues ... 
Tab l e 1 (continued ) 
A?provals Obtained from Institutional Review Boards and 
Committees for the Protection of Human Subjects 
Agency 
Parkland Medical Center Nursing 
Research Committee 
The University of Texas 
Southwestern Medical School 
Albert Einstein Infectious Disease 
Clinic 
Baptist Medical Center 
AIDS Outreach Center 
Emory University School of Medicine 
The Neponset Health Center 
University of Alabama 1917 Street 
Clinic 
AIDS Atlanta 
Location 
Dallas, TX 
Dallas, TX 
Philadelphia, 
PA 
Memphis, TN 
Fort Worth, TX 
Atlanta, GA 
Dorchester, MA 
Birmingham, AL 
Atlanta, GA 
other settings, the researcher prepared the documents 
required by the institution for seeking approval. Research 
packets were not sent to a data collector until the 
researcher received notification of the institution's 
approval (see Appendices C, D, E, & F for examples). 
Instruments 
Each research packet contained a Demograp hic 
Questionnaire, the Spiritual Pe r s pective Sca l e (SPS , Re ed , 
1986), the Interpersonal Rel a tionships Inven tory (IPRI, 
Tilden , Nelson , & May , 19 90b), the c l inical version of the 
Mastery of Stress Inst r ument (MSI, Younger, 1993), and the 
Medical Outcomes Stud y Short-Form Health Survey (SF-20; 
Stewart , Ha yes, & Ware , 1988). The variables measured by 
each scale a n d t he level of data obtained are presented in 
Tables 2, 3, and 4. Each instrument will be described in 
the sections following the tables. The reliability, 
validity, and scoring of the instruments will be addressed 
as appropriate. 
Table 2 
Empirical Indicators of the Dependent Variables 
Variables 
Mastery of 
Stress 
Indicators 
Sum of subscal e 
sco r es on t h e 
MSI, except 
Stres s s c ale 
Leve l o f 
Da ta 
Interval 
........ ........ ..... ... ... .............................. .. .................... .. .. .. ............................................................................................................. 
Health Transformed 
score on the sum 
of the SF-20 
subscale scores 
Interval 
Note . MSI=Mastery of Stress Inventory; SF-20 Medical 
Outcomes Study Health Survey 
Ta bl e 3 
Empirica l I ndi cators for the Independent var i ables in 
Hypothes i s 1 
Vari ables Empirical Indicator 
(Instrument) 
Level of 
Data 
Educat i on Level of education Ordinal 
selected from list on 
IPRI 
··········································-··············································································-······················· ·· 
I ncome Level of income from list Ordinal 
............... .. ....... ......... ......... _.?."! .... ~:r::~.~~~----~.i?:!:l.g.~-~ ..... Cl?.QL ............ -·······-························· 
Support Number of 'people who are Ratio 
network size important to you' listed 
on IPRI 
.. .................................. .. ...... _ ... . .................. ....... ... ............................................ _ ....... .. -............................. .. 
Social support Sum score on the Support Interval 
.......................................... -?.~.?.J~ ..... (.~:I?.~J.t ..................................... -·······-························· 
Spiritual Summed score on SPS Interval 
.. P.~.~!?.P.~.S:::t.~.Y..~ .......... -·····················································'· ···············-·······-························· 
Interpersonal Sum score on the Conflict Interval 
.. ~.~.~.:f~.~.s:::t ................... _?.~.?..~~ ..... (J:I?.~.~.t ..................................... -·······-························· 
Stage of the Response to question Nominal 
.. ~.~.f~~.t.~~.!:l .. .............. -.C?:!?g.~:t .... ~P..:f~.~-t~g-~!? ... JP.QL ............ -.. ·····-························· 
HIV caregiving Response to question Nominal 
··· ···· ··························· ·· ······--~!?g.~:t .... ~}.Y. ... ~.i?:!;.~.<J.~.Y~P.SJ. .... (P.QJ .. _ ....... -........................ . 
Perceived 
stress 
intensity 
Note. 
Sum score on the Stress 
Scale (MSI) 
Interval 
DQ=Demographic Questionnaire; 
IPRI=Interpersonal Relationship Inventory; 
SPS=Spiritual Perspective Scale; 
MSI=Mastery of Stress Inst r ument; 
SF-20=Short Form of the Medical Outcomes Study 
Health Survey 
Tab l e 4 
Empirical Indica t or s for Naturally Occurring Groups: 
Hypothesis 2 
Groups 
Women who are HIV 
seropositive but not 
HIV caregivers 
Women who are HIV 
seropositive and HIV 
caregivers 
Women who are HIV 
seronegative 
caregivers 
Seroposi ti vi tya 
X 
X 
HIV 
Caregi vingb 
X 
X 
a X = Subject answered 'Yes' to question on Demographic 
Questionnaire about testing positive for HIV. 
8 X = Subject answered 'Yes' to question on Demographic 
Questionnaire about caring for a person (other than self) 
who was HIV seropositive. 
Demographic Questionnaire 
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The Demographic Questionnaire (DQ) was developed by the 
researcher to obtain specific data needed for the study 
(Appendix G) . On the DQ , the subject was asked to i ndicate 
whether she was caring for a person who was s e r opositive and 
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if she was seropositive herself. If she indicated she was 
seropositive, the woman was asked to select from a list of 
transmission categories used by the Center for Disease 
Control (CDC) and indicate when she believed she became 
infected . The month and year when she was diagnosed was 
solicited by the next question. She was also asked to list 
any infection or illnesses she had experienced since finding 
out she was seropositive. 
Subjects also selected from a list of levels of 
household income. Questions about the demographic variables 
of age, marital status, education level, ethnicity, 
household size, and number of family within 50 miles were 
incorporated into the IPRI and were not repeated on the DQ. 
Spiritual Perspective Scale 
Description. The Spiritual Perspective Scale (SPS) was 
based on the conceptualization of spirituality as a human 
experience particularly relevant in times of increased 
awareness of mortality (Appendix H). The scale was 
constructed to quantify the extent to which spirituality 
permeates the life of the respondent and the extent to which 
the respondent engages in interactions related to 
spirituality (Reed, 1987). The first four items asked the 
subject how frequently she engaged in activities such as 
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praying or talking about spirituality . The remaining six 
items asked for an indication of agreement with statements 
about aspects of spirituality such as forgiveness or the 
importance of spirituality . 
Reed wanted the instrument to be simple to administer 
in a variety of health settings, making minimal demands on 
the subjects. Subjects responded on a six-point Likert-type 
scale, anchored with descriptive words. After the 10 items, 
the subject was provided blank lines and asked to write any 
thoughts or beliefs about spirituality that were addressed 
by the items. 
Validity. Construct validity for the scale was 
supported by the findings of a study in which three groups 
of adults {N=300) were compared (Reed, 1987). As predicted, 
women scored higher on the scale as well as persons who 
reported having a religious background. Reed hypothesized 
terminally ill hospitalized patients would have higher 
spiritual perspective than nonterminally ill hospitalized 
and healthy nonhospitalized adults. Her hypothesis was 
supported . Qualitative responses by the subjects to open-
ended questions indicated that the SPS was a valid measure 
for the subjects in the study (Reed, 1987) . However, the 
mean age of the mostly Caucasian subjects was 60 , with years 
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of education from 12 . 55 to 13 . 09. The investigator expected 
women who were HIV seropositive to be younger, less 
educated, and more culturally diverse than Reed's sample. 
Because of these concerns, the investigator used the 
SPS in a pilot study with HIV seropositive women. The 
investigator selected the SPS because Reed's definition of 
spiritual perspective was conceptually congruent with 
investigator's definition. In addition, the SPS had the 
advantage of being a short instrument that was easy to 
administer. The average age of the women in the pilot study 
was 31.9. Only 30% of them were high school graduates 
(Gray, 1997) compared to Reed's sample with over 12 years of 
completed education (Reed, 1987). The SPS had high internal 
consistency (Cronbach's alpha of .94) and provided insight 
into the spiritual perspective of the women in the pilot 
study(Gray, 1997). Based on its performance in the 
investigator's pilot study, the SPS was selected to measure 
spiritual perspective in this study. 
Reliability. The SPS was initially tested on over 400 
adults of all ages, including healthy and ill subjects 
(Reed, 1987). Internal consistency as a measure of 
reliability was found to be above .90 (Cronbach's alpha). 
Published average inter-item correlations range from . 54 to 
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. 60 (Reed , 1987) . Item-scale correlations are all above 
. 60 . In the investigator ' s pilot study with HIV-
seropositive women , the reliability estimate for the SPS was 
.94 (N=31) . 
Scoring. The items on the SPS were considered to each 
be a measure of spiritual perspective. According to the 
theory of summated rating scales, when the average or sum of 
the item scores is calculated, the errors of measurement 
"are assumed to average approximately zero, resulting in an 
estimate of the true score" (Spector, 1992, pg. 10) . The 
items on the SPS were summed and averaged to provide the SPS 
score. The written comments about spirituality that the 
subjects included were reviewed and summarized. 
Interpersonal Relationships Inventory 
Women living with HIV infection need social support. 
Yet, many of them suffer the "multiplicative effects of 
race, class, and gender subordination" (Osmond et al., 1993, 
pg. 99). Their social networks are often characterized by 
costs and conflicts related to poverty, abusive 
relationships, and IVDU (Andrews et a l ., 1993 ; Butz et al., 
1993; Ickovics & Rodin, 1992; Rose, 1993) . The 
Interpersonal Relat ionships Inventory (IPRI) was selected 
because it examined costs of relationships and conflict 
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while measuring social support (Tilden et al.,1990b). The 
short version of the IPRI consisted of the Social Support 
Scale and the Conflict Scale, each with 13 items (Appendix 
I). The Reciprocity Scale, another 13-item subscale in a 
longer version of the IPRI, was not used in the study 
because the investigator wanted to minimize the burden of 
completing the packet of instruments. The Reciprocity Scale 
was not supported in the validity studies conducted by 
Tilden, possibly due to reciprocity being conceptually 
similar to social support. 
Typical items on the Social Support Scale asked about 
whether the subject had someone to turn to when help was 
needed, whether there was give and take in social 
relationships, and whether those people are available 
through good times and bad times. The Conflict Scale items 
addressed whether others could be counted on and whether 
others expected too much of the subject. 
The subject responded on a five-point, Likert-type 
scale. Because the underlying constructs are opposites, the 
scales were designed to be used separately with a range of 
possible scores from 13 to 65 (Tilden et al.,1990b). 
Following the items, the IPRI provided a lined page and 
instructions to list the people "who are important to you ." 
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The subject was asked to use initials or first names and to 
note the person 's relationship . 
Reliability . Under development since 1983, the IPRI's 
internal consistency had been found to be high across a 
variety of samples (Table 5) . Test-retest as a measure of 
stability had also been found to be high with correlations 
of .91 for support, .84 for reciprocity, and .81 for conflict 
(Tilden et al., 1990b). 
Validity. Based upon social exchange theory, Tilden and 
colleagues believed social support included exchanges of 
emotional and tangible supplies. They felt existing 
measures overemphasized the positive aspects of social 
support (Tilden, Nelson, & May, 1990a) and began to develop 
an instrument called the Cost and Reciprocity Index (Wienert 
& Tilden, 1990). The process of assessing validity of the 
Cost and Reciprocity Index led Tilden and her associates to 
the conclusion that significant modification of the 
instrument was needed (Wienert & Tilden, 1990). To ground 
the new instrument in reality, they started by gathering 
qualitative data from a convenience sample of 44 respondents 
undergoing various types of stress. The team of instrument 
developers used the verbatim words of the respondents to 
write 140 items for the instrument. 
Table 5 
Cons is tency Reli abili ty Coefficient's for the IPRI in 
Di fferent Samp l es 
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Sample Support Conflict 
Scale Scale 
Students 
(N=105; Tilden et al., 19990b) 
Patients 
(N=130; Tilden et al., 19990b) 
Shelter residents 
{N=30; Tilden et al., 19990b) 
Home residents 
(N=42; Tilden et al., 19990b) 
Pregnant women 
(N=30; Tilden et al., 19990b) 
Health maintenance organization 
subjects {N=531; Tilden et al., 
19990b) 
Women with HIV infection 
(N=31; Gray, 1997) 
.91 .84 
.93 .91 
. 92 .80 
.87 .86 
.90 .88 
.90 .87 
. 92 .94 
Content validity was assessed by a panel of 11 content 
experts, including six of the original respondents. The 
item ratings given by the experts were used to calculate the 
percentage of agreement between the experts about the 
adequacy of each item. Based on the percentage of 
agreement, the number of items was reduced to 74 items and 
submitted to a second panel of three j udges. Th e second 
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panel of judges evaluated with 100% agreement that the items 
fit the conceptual definitions for each of the scales. 
Using a convenience sample of college students, data 
was collected for item analysis and item reduction (Tilden, 
Nelson, & May, 1990b). The items were reduced to 39 by 
eliminating those items with ambiguous wording or those that 
did not correlate more highly with the intended subscale 
than other subscales. Item to subscale correlations of .2 
to .7 were seen as des irable. Item reduction was also based 
on the items having standard deviations greater than .8 
(Tilden et al., 1990b). 
The developers of the instrument then began the process 
of theory testing, giving the IPRI to four samples along 
with measures of theoretically relevant concepts. The 
findings supported the criterion validity of the IPRI. 
Factor analysis of the data from 340 subjects found some 
lack of conceptual clarity in that five reciprocity items 
loaded on the support factor. 
Using a contrasted groups approach, Tilden et a1. 
(1990b) hypothesized that women fleeing an abusive 
relationship and women who were not would have differences 
in support, conflict, and reciprocity. The hypothesized 
differences were found to be significant and in the expected 
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directions . The ability of the IPRI to discriminate between 
the two known groups lent support to its val idity (Tilden et 
al ., 1990b) . The multitrait , multimethod approach to 
validity assessment provided evidence of the validity of the 
Support and Conflict Scales but failed to support the 
validity of the Reciprocity Scale (Tilden et al., 1990b). 
Scoring. Each subscale had 13 items to which subjects 
responded on a 5-point Likert scale. The item responses 
were summed to yield a subscale score with a range of scores 
from 13 to 65. To quantify the support network, the 
initials and names of persons listed as being important to 
the subject were counted as the measure of support network 
size. 
Mastery of Stress 
The Mastery of Stress Instrument (MSI) was developed as 
an "outcome criteria for nursing interventions aimed at 
reducing the stress of illness, promoting health, and 
enhancing quality of life" (Younger, 1993, pg. 68). The 
instrument measures four components of mastery: certainty, 
change, acceptance, and growth (Appendix J). Table 6 
displays the conceptual definition of each mastery component 
(Younger , 1993). The Stress Scale of the MSI was developed 
to measure perceived stress intensity and to avoid a 
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Table 6 
Conceptual Definitions of the Scales of the Mastery of 
Stress Instrument (Younger , 1993) 
Scale Component Definition 
Certainty: 
Mastery of Meaning 
Change: 
Mastery of Fate 
Acceptance: 
Mastery of Self 
Growth: 
Mastery of a Life 
Transition 
Stress 
The view of the situation as free 
from troublesome doubts, even in the 
fac e of the uncertain course of life 
or of an illness. 
The decision and the ability to 
appraise what can be changed and 
choose actions that will deal 
directly with the stressors. 
The admission that crucial aspects of 
the situation cannot be changed and 
being free of longing for what cannot 
be regained. 
The attainment of new competencies 
and increased meaning and purpose 
through the experience. 
The interaction between the person 
and the environment in which the 
person's resources are overwhelmed 
and well-being is endangered. 
response set. The Stress Scale items were placed by Younger 
(1993) amidst the other items measur ing mastery of stress. 
The MSI underwent psychometric evaluation with a total 
of 801 subjects over a two year period and was revised three 
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times until an 89-itern inst rument was publi shed. This 
version was found to be too long for subject s in the 
investigator ' s pilot study . In response to similar concerns 
by other researchers , Younger and colleagues developed a 
clinical version of the MSI with 25 items to which the 
subject responded on a 5-point, Likert-type scale. The 
correlation between the original and the short version was 
found to be .97 (personal communication, J. Younger, 
November, 1994). In the clinical MSI, there were four 
items each for change, certainty, and acceptance; three 
items for growth; and ten items for stress. The reliability 
estimates for the subscales was found to be low in the study 
due to the few number of items (Cronbach's alpha: Growth 
=.67; Change= .68; Certainty= .76; Acceptance =.83). 
Younger recommended a conservative approach of using only 
the summed score of all the mastery items on the clinical 
version of the MSI, instead of individual subscales, when 
testing hypotheses (Personal communication, J. Younger, 
March, 1997). 
The instrument asked the respondents to identify the 
stressful situation being considered. The respondents are 
instructed to respond to the test items in relation to that 
specific stressful situation. 
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Yalidity . Content validi ty was addressed in the initial 
phases of development . The answers of 78 persons to open-
ended questions about mastery were analyzed and used to 
gene rate items. Interviews were conduc t ed wi t h 23 o f the 7 8 
to ensure that the content wa s being adequately sampled. A 
panel of eighteen expert r e vi ewe r s compared the items 
developed by Younger to a conceptual map and evaluated each 
item for readability a n d clari t y. Any item with a negative 
evaluation was r e worded, rescored, or deleted (Younger, 
1 993 ) I 
Construct validity was evaluated by comparing the 
f i ndings of the MSI with the Mastery Scale by Pearlin and 
Schooler (Younger, 1993). Pearlin and Schooler's 
conceptualization of mastery was somewhat different from 
Younger but the scale represented an available indicator for 
comparison. In a study with a subsample of 176 subject s, 
Younger (1993) found a stat i stically signi f icant, but low 
correlation between the i nstrument s (~= . 3 7, ~< . 0005). Since 
the conceptuali z ations of mastery u sed b y Yo un ger and by 
Pearl i n and Schooler were different, the low significant 
co r relation supported construct validity. 
Pr incip al components analysis with varimax rotation was 
used with data from a subsample of 621 persons to determine 
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i f the instrument measured the four the orized dimensions of 
mastery . The scree test showed distinct breaks at the four 
factors (Younger , 1993) . It ems loaded on the theorized 
scale at a factor loa ding o f at least .30, supporting 
construct validit y. 
Con c u r rent val i dity was evaluated by comparing scores 
on a measu re of depression with scores on the MSI with a 
subscale of 53 subjects. The expected negative correlation 
was found (r = -.39, ~ <.005, Younger, 1993). Scores on the 
California Psychological Inventory, a measure of personality 
integration, were correlated to the scores on the MSI 
{r=.34, ~<.005, n= 78). All of the findings provided strong 
support for the validity of the instrument. 
Reliability. To evaluate internal consistency, 
Cronbach's alpha was calculated on the different samples 
used during instrument testing. Cronbach's alpha was 
repeatedly found to be .97. The standardized alpha was the 
same value, suggesting a normal distribution of items 
(Younger, 1993) . Item-to-scale correlations ranged from r = 
. 23 to .74, with a mean of .33 (Younger, 1993). The 
percentage of items falling in the des irable range for item-
to-total correlations of . 30- . 7 0 was 92% . 
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To evaluate stability as a component of reliability, 
sixty-two subjects took the MSI again at t wo we e ks . The 
estimates of test-retes t r eliability ranged from .7 9 t o . 84. 
Scoring . The s ubj ects responded to t he items on a 5 
poin t s c a le with h i gher scores ind ica ting a higher degree o f 
mas t ery o f stress . As di s cussed earlier, the i t ems 
measur i ng all aspe c ts of maste r y of stress were summed and 
the subscales were not u sed individually. No published 
reports were f oun d o f s tudies using the clinical version of 
the MSI . For compari son, t he reported scores on the longer 
ins t rument were proportioned to yield equivalent scores for 
t h e c l inical version of the MSI. 
Medical Outcomes Study Health Survey 
Measuring health is challenging. In 1983, the Rand 
Corporation worked with physicians at three medical schools 
to develop an instrument that could serve as an outcome 
measure of health. Health was viewed by t he ins t rumen t 
developers as encompassing the s ix h e a lth c oncepts of 
physical functioning, r ole f unct i oning , social functioning, 
mental health, hea lth perceptions , and pain (Ware, 1993 ; 
Appendi x K). The Me d ical Outcomes Study Short-Fo r m Health 
Surv e y (SF-20) was developed as a compromise b etween single 
item indicators of perceived health and e x tensive 
questionnaires that were too laborious for ill persons to 
complete (Stewart et al., 1988) . 
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The instrument developers wanted an instrument that 
could easily be completed by consumers. In a study with 
persons waiting to see their physician, the instrument took 
3-4 minutes to complete. The survey was constructed and 
scored so that a higher score indicated better health 
(Stewart et al., 1988). By using the SF-20 instead of an 
HIV-specific instrument, the investigator was able to 
compare the health status of the sample with the findings of 
population norms developed with multiple studies, across 
diseases and geographical areas. At the time that the 
investigator was selecting a health instrument, the SF-20 
was the shortest instrument offered by the MOS group. Since 
that time, the MOS group has published a 12-item scale. 
Validity. The authors of the instrument addressed 
content validity by ensuring that the instrument included 
the six health concepts of physical functioning, role 
functioning, social functioning, mental health, health 
perceptions, and pain (Stewart et al ., 1988). A 
heterogenous sample was given the instrument to test the 
validity and reliability of the instrument. The subjects 
completed the survey as they waited to see their primary 
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care physicians in the three test cit i es of Boston, Chicago, 
and Los Angeles (N =11 ,1 86) . 
Multitrait scaling was used to test item conve r gent a nd 
item discriminant validity (St ewar t e t al, 1988). The i tem 
means and standard deviations met t h e c riteria for summat ed 
rating scales in that they were roughly equal wi thin the 
scale. Stringent c rite r i a for convergent and discriminant 
validity were met o r e xceeded. The item-scale correlations 
ranged fr om .4 5 - .7 9. 
Valid i ty was also addressed as to whether the shorter 
version prov ided similar results as the longer version of 
the instrument. The longer version had demonstrated 
correlations between the various measures of health in the 
instrument. The shorter version demonstrated the same 
pattern of correlations (Stewart et al., 1988). 
Using known groups methodology, the patient sample was 
compared to a general population sample. The pat i ent sampl e 
had a significantly greater percentage o f r e spon dents with 
poor health as would be expect ed (St ewart et al. , 1988) . 
People with more education and higher income tended to score 
h i gher on both t h e 20 and 36 item versions of the 
ins trument. The investigator expected her sample to be 
young and less educated which could potentially result in 
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lower health scores . The authors of the SF-20 acknowledged 
that the shorter version may present some tradeoffs in 
precision in future validity studies, but felt the potential 
benefits of a shorter version were valuable enough to 
warrant continued testing of the instrument. 
Reliability. Cronbach's alpha was used as a measure of 
internal consistency. The multi-item subscales had 
reliability estimates ranging from .81 to .88 (Ware, 1993). 
Reliability estimates were calculated for four subgroups of 
the sample who might have more difficulty completing the 
instrument; those with less than a high school education, 
those over age 75, depressed patients, and those with 
serious health problems. Reliability estimates did not drop 
below .77 for any of the subgroups (Stewart et al., 1988). 
The reliability estimates for the multi-item subscales were 
similar to the reliability estimates of the longer subscales 
from which they were developed. 
Scoring. The SF-20 was developed using the scaling 
assumption that there was a linear relationship between each 
item score and the health concept being measured (Ware, 
1993). Two items were recalibrated to meet this assumption 
using procedures detailed in the scoring guide. The items 
and scales were scored so that higher scores indicated a 
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better health state (Ware , 1993) . The items on the SF-20 
measured physical functioning , bodily pain, role 
functioning, social functioning , perceived general health, 
and mental health . The investigator combined the physical 
functioning and bodily pain items for a total of 7 items 
measuring physical health. The items measuring role and 
social functioning were combined, resulting in 3 items 
measuring social health. The perceived health and mental 
health scales had 5 items each. 
A raw score was calculated for each subject for each 
scale. The raw scale scores were transformed using Ware's 
instructions (1993). The lowest possible raw score for a 
scale was subtracted from the actual raw score and divided 
by the possible raw score range. The decimal number that 
resulted was multiplied by 100 to complete the 
transformation (Ware, 1993). The scales of the SF-20 had 
different response sets and different numbers of items. For 
an overall measure of health that reflected a holistic view 
of health as being physical, social, mental, and perceived, 
the investigator calculated the mean of the transformed 
scale scores. The overall health score was composed of 
equal proportions of physical, social, mental, and perceived 
health. 
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Pilot Study 
A pilot study was conducted at a publicly-supported 
health care insti t uti on i n North Texas. A nurse working 
with a d e mons t r a tion project for seropositive women and 
children c ol lected data from 13 subjects using eight 
i nstruments. The instruments measured uncertainty, 
hardiness, mastery of stress, spiritual perspective, and 
social support. The subjects found the number of items 
burdensome and not all the instruments were completed. The 
study was modified to focus on social support and spiritual 
perspective with the instruments limited to the SPS, the 
original version of the IPRI, and a demographic 
questionnaire. Using the three instruments, an additional 
20 subjects were recruited from the outpatient clinic of the 
institution. Of the original 13 subjects, eleven had 
completed the three instruments used in the second phase of 
the pilot study. The data from the eleven women who 
completed the three instruments were combined with the data 
collected from the 20 women in the second phase to g i ve a 
sample of 31 seropositive women. The averag e age was 31 . 9 
years (range of 21 to 58 years ). Fourteen women were 
African American wi th t he rest being Caucasian. 
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The mean score on the SPS was 4 . 24 on a scale of 1 to 
6 . Forgiveness as an imp o rtant part of spiritua lity was the 
topic of the item having the highe s t mean (M = 4.9 6) . The 
me ans on t he I PRI were 51 . 3 f or the Soc i al Support Scal e, 
51 . 8 for the Reciprocity Sca l e, and 40 .1 for the Confl i ct 
Scale with 13 being the l owest and 65 being the highest 
possible scores. By li s ting the people that were important 
to them, the wome n described social networks of 1 to 21 
p e o p l e (M=7 . 5 , SD =4.6). Half of the people listed were the 
subjects' children. Annual household income was below 
$9,999 for 70 % of the women. Only 30 % of the women (n=10) 
were high school graduates. Months since diagnosis ranged 
from 3 to 104 months (M= 31.2). 
Two significant correlations were found between social 
support and another variable. The first correlation between 
social support and reciprocity (~ .85, ~ <.001) reflected 
the conceptual overlap between the two scales of the IPRI . 
The developers of the instrument later a ddr e s sed this 
measurement concern by releasing a short version of the IPRI 
that does not include the Recip rocity Scale. The second 
corre lat i on b etween spiritual perspect i ve and soc i a l support 
(~ . 3 9, ~ < . 05) raised the poss i bility that h igher levels of 
spiritual perspective inf luence d the perception of social 
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support or vice versa . No c ausal inferences were made since 
spiritual perspective and social support were measured 
simulta neously . 
Limited f i nancial and educationa l r esour ces had not 
prevented the women in the study f rom experiencing high 
levels of spiritual p erspective and social support. 
Howeve r, their r e lation s hips exacted a high cost in the form 
of conflict . The pi l ot study subjects' scores were exceeded 
only b y the confl i c t levels reported for women in a shelter 
fo r battered women (Tilden et al . , 1990b). 
Through the pilot study, the investigator learned two 
key lessons about research with HIV seropositive subjects. 
The first lesson was how difficult it was to access women 
who were HIV seropositive. This difficulty influenced the 
selection of a sampling method for this study that allowed 
data collection in multiple sites. The second lesson 
involved balancing the number of items t he women could 
reasonably complete with the mul tip l e vari ab l es of interest 
to the investigator. To measure the crit i cal variables in 
this study, the inves t igator u sed shorter versions of the 
i nstrument s. 
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Data Collection 
Data collectors were recruited through notices in the 
Journal of the Association of Nurses in AIDS Care and on an 
electronic listserve , through personal contact at 
professional meetings, and through professional organization 
directories. Potential data collectors were asked to notify 
the investigator by mail or telephone of their willingness 
to receive more information about the study. The 
investigator discussed the study with each potential data 
collector by telephone and ascertained the data collector's 
willingness to follow the data collection guidelines. If 
the data collector was willing and the setting was deemed 
suitable, the researcher discussed the process for receiving 
human subjects approval at the institution with which the 
data collector was affiliated. The investigator provided 
the data collector the necessary information or application 
to obtain the approval of the agency. 
Following notification of the agency's approval, the 
researcher sent packets of research instruments to the data 
collector. The data collectors approached potential 
subjects about the study. Once informed consent was 
obtained, each subject was given a manila envelope with the 
instruments inside. During the first year of data 
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collection, the subjects were instructed to seal the 
instruments back into the envelope prior to returning it to 
the data collector. The data collector was available after 
the completed instruments were in the sealed envelope to 
answer any questions and discuss any concerns. The data 
collector stored the completed packets in a locked desk or 
file cabinet until data collection at the site was finished. 
The packets were returned to the investigator by certified 
mail. 
After one year of data collection, the sample size was 
only 25. The method of data collection was expanded to 
include allowing the subject to complete the research packet 
at home. During the second year of data collection, the 
subjects were given the packet of instruments in a stamped 
manila envelope with the investigator's home address. They 
were instructed to complete the instruments and mail the 
sealed packet to the investigator. 
The investigator kept a list of data collectors and the 
status of data collection in each facility. The 
investigator encouraged the data collectors through 
telephone calls and letters to continue seeking subjects. 
The data collectors were encouraged to call the researcher 
at any time to ask questions or discuss concerns about the 
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study . The contribution of the data collectors will be 
acknowledged in the published reports of the study. Each 
data collector was also provided with documentation of their 
participation in the study. 
Treatment of Data 
The first step in data analysis was exploratory 
analysis of the distribution of each variable (Verran & 
Ferketich, 1987). The distributions of the values were 
examined for characteristics such as location, spread, 
shape, and outliers. Missing data were examined for 
patterns. A decision was made to delete two cases with 
excessive missing data. The data from the five seronegative 
HIV caregivers were also eliminated due to the small size of 
this group. For the remaining cases, the missing data for 
the scales were replaced by estimating missing values using 
the series mean (Tabachnick & Fidell, 1989) . Descriptive 
frequencies as well as ranges, means, and standard 
deviations were calculated for each variable. For each 
instrument and its subscales, Cronbach's alpha was 
calculated as an estimate of reliability. 
Hypothesis One 
In women living with HIV infection, education , income , 
social network, social support, and spiritual perspective 
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are stronger predictors of mastery of stres s and of health 
than are interpersonal c onflict , stage of t he infection , HIV 
caregiving respons i b ili t i es, and pe r ce ived stress intens ity . 
Data f o r the fi rst hypothesis were anal yzed us i ng staged, 
hi erarchi a l multiple r e gress i on. The contribut i on of the 
block of personal a nd e nvi ronmental resources (education, 
income , soci a l n e t work, social support, and spiritual 
per s p ective) to mas t ery o f stress and to health were 
compared to the cont ribution of the stress factors 
(interpersonal conflict, stage of the infection, HIV 
caregi ving responsibilities, and perceived stress 
intensity). A subhypothesis was stated as follows for each 
dependent variable. 
Subhypothesis One A. Education, income, social network, 
social support, and spiritual perspective are stronger 
predictors of mastery of stress among women living with HIV 
infection than are interpersonal confl i c t , stage o f t he 
infection, caregiving responsibilit i es, and p erce ived stress 
intensity. 
Subhypothesis On e B . Education , income , soc i a l 
network, social s upport , and spiritual p e rspective a re 
s tronge r predictors of the health of women living with HIV 
infection than are interpers onal conflict , stage of the 
i nfection , HI V caregiving r esponsibi lities , and perceived 
stress intensity . 
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The desi red sampl e size fo r multipl e regr ess ion with 
n ine indepe ndent variables was 30 sub j ect s per independent 
variable, which was 270 subj ects f or this study (Pedha zer & 
Schmelki n , 1991) . Howeve r , Tabachnic k and Fidell (19 89) 
noted a bare minimum requi rement of 5 times more cases than 
independent variab l es, a mi n i mum sample size of 45 for this 
stud y . Recogn izing the limitations of generalizability 
a l read y p resent in the study due to a nonprobability sample 
a n d the difficulty in obtaining a sample size of even 80 HIV 
seropositive women, the investigator accepted the bare 
minimum requirement and proceeded with the multiple 
regression analyses. The adjusted R2 was reported in 
addition to the R2 for the multiple regression results to 
provide the reader information to cr i t i cally evalua te the 
findings. The adjusted R2 compensat es f or any pos itively 
biased findings due to capital i za t ion of s ampl ing errors b y 
considering the ratio o f t he number of independent variables 
to the number of subj ects (Pedhazer % Schmelkin, 1991) . 
The a ssump tions of regress i on analys i s were e xamined 
including the mean of the residua l s being zero , the 
homeoscedasticity of the variab l e s , the lack of 
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autocorrelation between the residuals, and the residuals 
having normal distributions (Verran & Ferketich, 1984). 
These assumptions were tested using graphical and 
statistical residual analysis. Another assumption of 
regression analysis was that the independent variables were 
fixed. This assumption was indirectly tested when the 
assumption about autocorrelation was tested. The last 
assumption that the independent variables were measured 
without error was evaluated by estimating reliability of the 
instruments and plotting residuals against the extraneous 
variables such as date of data collection and location of 
data collection by state (Verran & Ferketich, 1984). 
The scores on the SF-20 were used as the dependent 
variable for Subhypothesis One A. The MSI scores were used 
as the dependent variable for Subhypothesis One B. The 
investigator used hierarchical regression analysis with the 
variables representing personal and environmental resources 
entered first since these variables had greater theoretical 
importance (Tabachnick & Fidell, 1989) . The hypothesis 
stated the resource factors explained more of the variance 
in mastery of stress and health than the stress factors. To 
test each subhypothesis, the variance explained by the block 
of resource factors was tested against the variance 
explained by the stress factors using the incremental L 
ratio . The ~ value was set at 0.05 significance . 
Hypothesis Two 
The second hypothesis a d d r essed d iffe r ences i n heal th 
and mastery of stress b e twe en women who were HIV 
seropositive and c aring f or another person who was HIV 
seropositive , women wh o were HIV seropositive and 
caregive r s , a n d women who were HIV seronegative and 
c aregivers . Th e initial plan was to test the hypothesis by 
analyzing the differences in mastery of stress and health 
between the groups using multivariate analysis of variance 
(MANOVA) (Tabachnick & Fidell, 1989). With the elimination 
of the small group of seronegative caregivers from the 
study, the hypothesis was reworded to exclude the third 
group. The ~ test was the appropriate statistic to compare 
the differences between the remaining two groups. Howeve r , 
two major assumptions were violated in us i ng the ~ test. 
The assumption that the subjects had b een r a n domly s e lected 
was violated by the non-random sampling methods used . The 
groups within the sampl e we re naturally-occurring so there 
could be no random assignment. 
Th e Mann-Whitney ll was selected to test the second 
hypothesis . The Mann-Whitney ll , as a non-parametric test 
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that compared medians , was appropriate because the groups 
were mutually independent (Gibbons, 1993; Green/ Salkind, 
Akey , 1997) . Since the medi an of a distribution is found by 
ranking the scores on an instrument, the Mann-Whitney ll 
compared the medians by ranking the scores of all subjects, 
separating the ranks by groups, and then finding the mean 
rank for each group. Non-parametric tests have assumptions 
that are less restrictive than the assumptions of classic 
statistical techniques (Gibbons, 1993) and are more powerful 
when assumptions for parametric tests can not be met (Burns 
& Grove, 1993). The Mann-Whitney ll was calculated for each 
of the dependent variables in the following revised 
subhypotheses. 
Subhypothesis Two A. Women who are both HIV-
seropositive and HIV caregivers report less mastery of 
stress than women who are HIV seropositive but not HIV 
caregivers. 
Subhypothesis Two B. Women who are HIV-seropositive 
and HIV caregivers report poorer health than women who are 
HIV seropositive but not HIV caregivers. 
Additional Findings 
Subjects responded to open-ended questions at the end 
of the SPS and at the beginning of the MSI. The question on 
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he SPS provided the subjects an opportunity to write any 
aspects of spirituality not addressed by the items on the 
scale . The question on the MSI asked the subjects to 
identify the most stressful part of living with HIV 
infection . Their statements, touching, inspiring, and sad, 
provided a vivid glimpse into the lives of the subjects. 
Further qualitative analyses of the responses to the open-
ended questions will be the focus of a future study. 
Summary 
The study methodology has been described in this 
chapter. A predictive correlational and descriptive 
comparative design was used to test two hypotheses. Women 
(N = 80) who were living with HIV infection were recruited 
by data collectors in a 16 cities in 10 states and comprised 
the nonrandom sample. Data was collected using the SPS, 
IPRI, MSI, and the Demographic Questionnaire. The analyzed 
data was used to test the hypotheses. 
CHAPTER FOUR 
ANALYSIS OF DATA 
This predictive correlational and descriptive 
comparative study was designed to determine the 
relationships between resource factors, stress factors, 
mastery of stress, and health in women living with HIV 
infection . The study also aimed to explore differences in 
mastery of stress and health experienced by women living 
with HIV infection in one of three ways: 1) by being 
seropositive and caring for someone else who was 
seropositive; 2) by being seropositive, but not caring for 
someone else who is seropositive; and 3) by being HIV 
seronegative and caring for a person who is HIV 
seropositive. This chapter contains a description of the 
sample and the findings from this study of women living with 
HIV infection. Descriptions of the demographic and 
infection characteristics, caregiving, and support networks 
are provided. Findings related to the concepts, instrument 
performance, and hypothesis testing are discussed. 
Additional exploratory findings conclude the chapter. 
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Description of the Sample 
Data was collected over a two year period in 16 cities 
in 10 states from a nonrandom sample . Data collectors were 
recruited through a speciality j ournal, an electronic list 
server, and networking at professional meetings. The data 
collectors were from different health care and servi ce 
settings. 
A total of 85 usable packets were returned. Data from 
85 subjects were analyzed and organized according to three 
naturally-occurring groups: 1) Group A- women who were 
seropositive and caring for someone else who was also 
(n=20); 2) Group B- women who were seropositive but not 
caring for someone else who was seropositive (n=60); and 3) 
Group C- women who were seronegative and caring for someone 
else who was positive (n=5). The third group, seronegative 
caregivers, was too small for meaningful interpretation of 
any results and was eliminated from further analysis. Table 
7 lists the number of subjects from each city. 
Demographic Characterist ics 
The demographic variables of age, race, marital status, 
employment status, income , and education were summarized for 
each group and the total sample. The mean age was 35.8 
years (Table 8). The variable of age had more missing data 
Table 7 
Total Usable Packets and Anal y zed Packets b y City o f 
Residence CN-85) 
State City Usable Data a 
132 
Packets Analyzed by 
Returned by City (n) 
Ci ty (n) 
TEXAS Fort Worth 17 15 
Dallas 18 16 
Houston 13 13 
Austin 2 2 
Irving 1 1 
Nacodoches 1 1 
GEORGIA Atlanta 17 17 
MASSACHUSETTS Boston 3 3 
ARIZONA Phoenix 3 2 
PENNSYLVANIA Philadelphia 2 2 
FLORIDA Miami 2 2 
Ft. Lauderdale 2 2 
CONNECTICUT New Haven 1 1 
WISCONSIN Shorewood 1 1 
ALABAMA Bi rmi ngham 1 1 
CALIFORNI A El Cerrito 1 1 
TOTALS 85 80 
a Seronegative HIV caregivers eliminated from data 
analysis due to small size of group. 
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Table 8 
Demographic Characteristics of the Sample and Groups : Age 
Variable 
AGE 
Positive & 
Caregiving 
(n=20) 
Positive Only 
(n=60) 
Total Sample 
(N =80) 
Range 
21-65 
20-55 
20-65 
Median 
32. 5 
35.5 
35.0 
Mode 
32.0 
2 6. 0 
32.0 
Mean 
(SJd) 
36. 4 
(11.4) 
35.5 
( 8. 4) 
35.8 
( 9. 2) 
than any other demographic variable (n=14). The open-ended 
question about age was near the top of a page and may have 
been overlooked by some subjects. It is also possible that 
some subjects choose not to reveal their age, even on a 
confidential questionnaire. 
The Center for Disease Control considers women from 
ages 18 through 45 to be of childbear ing age, with 85 % of 
the women with AIDS being in that age group (1996). In this 
study that included subjects who had not been diagnosed with 
AIDS, 88.5 % of the women who reported their ages were of 
childbearing age and were faced with reproductive decisions. 
134 
HIV infection disproportionately affects minority women 
with 75 of the women with AIDS b eing black or Hispanic. In 
contrast , only 51.4 % of the women in this sampl e we re 
black, Hispanic, or mixed (Table 9) . The sample d i d not 
reflect the racial and ethni c demographics reported by the 
Table 9 
Demog raphic Cha rac t er i st i cs of Groups and Total Sample: 
Category 
on IPRP 
Black 
Hispanic 
White 
Other 
Prefer not 
to answer 
Positive & 
Caregiving 
{n=20) 
t. % 
6 30.0 
0 0.0 
11 55.0 
1 5.0 
1 5.0 
1 5.0 
Positive Total 
Only Sample 
{n=60) (N=80) 
t. % .t: % 
27 45.0 33 41.3 
5 8.3 5 6.3 
27 45.0 38 47 . 5 
0 0 1 1.3 
1 1.7 2 2 . 5 
0 0 1 1.3 
aiPRI: Interpersonal Relationship s Inventory . By 
permission of autho r , c ategories were changed to match 
categories used b y the CDC . 
bTh ese t wo sub jects marked more than one category on the 
list of racial/ethnic choices. 
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CDC for women with AIDS (CDC , 1996) . 
Marital status varied between the groups (Table 10). 
Among the women who were not HIV caregivers{n=60), there 
were 23 women (38 .3 %) who were single, never married, 18 
women (30%) who were divorced or separated, and nine (15%J 
who were widowed. The women in the group who were not 
Table 10 
Demographic Characteristics of Groups and Total Sample: 
Marital Status 
Category 
on IPRP 
Positive & 
Caregiving 
(n=20) 
.t. % 
Positive Total 
Only Sample 
(n=60) (N =80) 
.t. % .t. % 
Single, 
never 
2 10.0 23 38.3 25 31.3 
married 
....................... .. .............................. .. ..................................................... ·-................................ -.............. -........ -· ........... ·- .................................... -........ ··-...... ........ ... - ........ .. .... .... .......... .. . 
Partnered, 
not 
married 
5 25.0 1 1.7 6 7.5 
....................................................................................... _ ..................................... -...... __ ,,.,. .......... ............................. _ ..................... _.,._ ............... . 
Married 7 35.0 9 15.0 16 20.0 
............................................................................................. -..... .. ................. _ ........ _ .... _ ............................. ....... ---····-··········-················ 
Divorced 2 10.0 18 30.0 20 25.0 
or 
·--~ -~~~.:.~~-~.?. ..................................... _ ................... --·······-····-··········-·····················-······-·········--·-·············· 
Widowed 4 20.0 9 15.0 
a Interpersonal Relationship Inventory (Tilden et al ., 
1990b) 
13 16. 3 
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currently in a relationship totaled 50 (83.3%). The 
seropositive HIV ca regivers (n=20) presented with a 
different pattern o f mar i tal status. Caregivers were more 
li kely to be married or partnered (60%) with only 12% being 
divorced or separated. Only 8% of the caregivers were 
single, never married. 
During the pilot study, subjects who were unable to 
work due to HIV infection did not have an appropriate 
employment selection on the IPRI. The IPRI developers 
granted the investigator permission to add an "Unable to 
work" category to the question about employment. Thirty-
three (41.3%) of the women selected this option (Table 11). 
Only three of the women who were both seropositive and 
HIV caregivers were employed (15%). In the larger group of 
women who were seropositive but not HIV caregivers, 27 women 
were employed (45%). To explore these differences, a 
contingency table was used. The categories of unemployed, 
homemaker, and retired were combined into a category called 
"Not currently working." Employed, unable to work , and not 
currently working were the categories used in the 
contingency table. The Chi Square statistic of 14.22 was 
significant (critical value= 13.82, gt = 4, R <. 0 01 ) . 
cramer's v for the analysis wa s .42 i ndica ting a moderate 
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Table 11 
Demographic Characteristic of Groups and Total Sample: 
Employment Status 
Employment 
Status 
Employed 
Unemployed 
Homemaker 
Unable to work 
HIV + and 
caregiving 
(n = 20) 
3 ( 15%) 
4 (20%) 
6 ( 30%) 
7 (35%) 
HIV+ but Total 
not Sample 
caregiving (N = 80) 
(n = 60) 
27 (45%) 30 
(37.5%) 
5 8%) 9 
(11.3%) 
2 3%) 8 
(10%) 
26 (43%) 33 
(41.3%) 
relationship between HIV caregiving and employment status. 
Women who were HIV caregivers were less likely to be 
employed. 
Household income was an ordinal variable with the 
subject selecting a category from a list of income ranges. 
Thirty-eight of the subjects were low income with household 
incomes less than $9,999 (44.7%). Eight subjects reported 
household incomes greater than $50,000 a year (Table 12). 
Education was reported as the highest level of 
education completed (Table 13). The sample contained 17 
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Table 12 
Demographic Characterist i cs of Groups and Total Sample: 
Household In!;;;ome 
Category Positive & Positive Total 
on DQa Caregiving Only Sample 
(n=20) (n=60l (N =80) 
t. % t. % t. % 
< $5,000 4 20.0 16 26.7 20 25.0 
$5.000- 5 25.0 13 21.7 18 22.5 
9,999 
$10,000- 1 5.0 8 13.3 9 11.3 
14,999 
%15,000- 1 5.0 3 5.0 4 5.0 
19,999 
$20,000- 1 5.0 5 8.3 6 7.5 
24,999 
$25,000- 4 20.0 5 8.3 9 11.3 
34,999 
$35,000- 2 10.0 4 6.7 6 7.5 
49,999 
>$50,000 2 10.0 4 6.7 6 7.5 
Missing 0 0.0 2 3.3 2 2.5 
A Demographic Questionnaire 
women who had not completed h i gh school(21 . 3%) and 10 who 
had college degrees (1 2 . 5% ). High school had been completed 
13 9 
by 21 women (26 . 3)and ano t he r 28 had completed college 
courses (35 . 0) . The heterogeneous responses of the subjects 
on the questions r el ated to inc ome and educat i on were 
reminders that HIV i nfection impact s wome n in al l walks o f 
life . 
Table 13 
Demographic Cha r ac t e ri stics of Groups and Total Sample: 
Hiqbe s t Leve l Qf EducatiQnal Achievement 
Category on Pos i tive & Positive Total 
I PRP Caregiving Only Sample 
(n=20) (n=60) (N =80) 
.!. % 1 % 1 % 
Grades 0-8 1 5.0 4 6 . 7 5 6.3 
Grades 9-11 4 20.0 8 13.3 12 15.0 
High School 4 20.0 17 28 . 3 21 26 . 3 
Completed 
Some College 8 4 . 0 20 33 . 3 28 35.0 
College 3 15 . 0 7 11.7 1 0 12 . 5 
Graduate 
Post College 0 0 . 0 4 6 . 7 4 5 . 0 
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Stage of HIV Infec t ion 
Living with the physical rami f i cat i ons o f HIV i n f ect ion 
was not a new experience for many o f the women i n the 
sample. The Demographic Questionnaire asked the women to 
fill in when they believed they were first exposed to the 
virus . While 17 women did not know or did not report a 
specific month and year for their first exposure, all the 
women knew both the month and year when they were diagnosed. 
The number of months between HIV diagnosis and data 
c o llecti on was ca l culated (Table 14). The mean number of 
Table 14 
Length of Time from HIV+ Diagnosis until Participation in 
Study 
Months since 
Diagnosis 
Positive & 
Caregiving 
(n=20) 
Positive, 
Not 
Caregiving 
(n=60) 
Total 
Subjects 
m:=BO) 
Range 
3-125 
2-108 
2-125 
Median 
44.0 
32 . 0 
43 . 0 
Mean (.s..I2) 
47.5 
(32 . 1 ) 
41.3 
(33 . 9) 
45.9 
(35.5) 
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Stage of HIV Infection 
Living with the physical ramifications of HIV infection 
was not a new experience for many of the women in the 
sample. The Demographic Questionnaire asked the women to 
fill in when they believed they were first exposed to the 
virus. While 17 women did not know or did not report a 
specific month and year for their first exposure, all the 
women knew both the month and year when they were diagnosed. 
The number of months between HIV diagnosis and data 
collection was calculated (Table 14). The mean number of 
Table 14 
Length of Time from HIV+ Diagnosis until Participation in 
Study 
Months since 
Diagnosis 
Positive & 
Caregiving 
(n=20) 
Positive, 
Not 
Caregiving 
(n=60) 
Total 
Subjects 
(N=BO) 
Range 
3-125 
2-108 
2-125 
Median 
44.0 
32.0 
43.0 
Mean (.s..Id) 
47.5 
( 32. 1 ) 
41.3 
(33.9) 
45.9 
(35.5 ) 
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months since diagnosis was 45.87 (~=32.46) and the median 
was 43.0. The average length of time since diagnosis was 
between 3 and 4 years. The standard deviation was almost 3 
years. The range of 123 months was over 10 years (2 months 
to 125 months). The large standard deviation and range 
indicated a great deal of variability within the groups. 
The mean time since diagnosis for seropositive caregivers 
was 41.3 months (3 years, 5 months) compared to the mean 
time of 47.47 months (3 years, 11 months) for seropositive 
women not providing HIV-related care. The means varied by 
only 6 months. 
Most of the positive caregiving group (85 %) had been 
diagnosed for less than 6 years with the remaining 15 % 
having been diagnosed for between 97 months and 9 years. 
For 20% of the total sample, being diagnosis as HIV positive 
had occurred in the past year. 
Mode of Transmission 
The majority of the women (n=46, 57.7%) were exposed to 
the human immunodeficiency virus through sexual contact wi th 
a male partner (Table 15). Thirteen women reported multiple 
modes of transmission, one of which was heterosexual 
transmission. Intravenous drug use with contaminated 
equipment was the next most frequent mode of transmission. 
Table 15 
Mode of Viral Transmission for Subjects by Group 
Mode of 
Transmission 
Contaminated 
blood 
products 
Heterosexual 
sex 
Positive & 
Caregiving 
(n=20) 
t. % 
1 5.0% 
13 65.0% 
Positive Total 
Only Subjects 
(n=60) (n =80) 
:! % t. % 
3 5.0% 4 5.0 % 
33 55.0% 46 57.5% 
- - ~ ·-··· · ············· .... .. ............ .......................... _ .............................. ............... .. ............................ ....... _ ... _ ................... ........ ........... ..... . 
1 5.0% 7 11.7% 8 10.0% Intravenous 
drug use 
with 
contaminated 
equipment 
.... ........ ..................................... .. ................ -....................... ............................................... .. ..... ----·-·········-···· ··········· ·-··· 
Contaminated 
blood 
products and 
heterosexual 
sex 
2 10.0% 1 1. 7 % 3 3.7 % 
...................................................... ....... ..... ........ _ .................................................................... .. ......................................................... .. . 
Heterosexual 1 5.0% 6 10.0% 7 8.7% 
sex and 
intravenous 
drug use 
........................ ...... .......................................... ------·······························-························-··············-···················· 
Another way 2 10.0% 4 6.7% 6 7.5% 
..... ..................................................... -..... .............................. ............... -- .. ······················-··············-···················· 
Heterosexual 0 0.0% 3 5.0% 3 3.7% 
sex and 
another way 
.................. .. ................. ...... ......................... ...... ..... .. .. _ ...................................................... -... -- .. -· .. ················-··············-···················· 
Missing data 0 0.0% 3 5.0% 3 3.7% 
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Other Infections 
The number of helper lymphocytes present in the blood, 
known as the CD4 count, is often used as an indicator of the 
stage of HIV infection. However, the CD4 count is an 
indirect reflection of viral activity and may not be 
indicative of the health of the individual. No information 
was collected about the seropositive subjects' helper 
lymphocyte counts (CD4). Instead the women were asked to 
list any infections treated since being diagnosed. Table 16 
displays the number of women who listed infections or 
Table 16 
Infections Since Diagnosis for the Seropositive Groups 
None 
Positive & 8 
Caregiving 
Infections 
but not 
advanced 
6 
Advanced 
HIV 
Infection a 
6 
# of 
Infections 
Reported 
1-6 
m=2.00 
{n=20) .......................................................... . ................................................... -............................... _ ........ .. ..................................... ________ _ 
Positive 20 13 24 1-15 
m=2.86 ·--~?.~.!.' ...... ' .. ~~ .. ?..?.! ......... -............................. -.... -... -- .. -· .. -·-·················-·············-····················································· 
Total Sample 
(N -77 b ) 
48 19 30 1-15 
m=2.66 
a Women who reported an AIDS-defining illness such as 
cervical cancer or who reported at least 3 infections 
b 3 subjects were missing data 
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symptoms and who were considered to be experiencing advanced 
HIV infection. 
The total number of infections exceeded the number of 
seropositive women in the study since most of the women who 
reported an infection reported multiple infections (Table 
16). A seropositive woman could have some of the infections 
and symptoms listed on Table 17 without being diagnosed as 
having AIDS. Other conditions in Table 17 such as pneumonia 
carnii pneumonitis, cervical dysplasia, cancer, and chronic 
thrush are diagnostic for AIDS and are marked with an 
asterisk. Women who reported one of these AIDS-defining 
illnesses or who reported at least 3 infections were 
classified as having advanced HIV infection. Advanced HIV 
infection indicated the presence of compromised immune 
insufficiency. The number of women classified as having 
advanced HIV infection was included in Table 16. 
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Table 17 
Infections Since Diagnosis as being HIV + 
Type of Infection 
RESPIRATORY 
Pneumonia carnii 
pneumonitis 
Mycobacterium Avium 
complex 
Tuberculosis 
Allergies & 
sinusitis 
Bronchitis 
Sinus Surgery 
Asthma 
DERMATOLOGICAL 
Skin problems 
(abscesses, boils, 
rashes) 
GYNECOLOGICAL 
Candida albicans 
(yeast infections) 
Sexually transmitted 
diseases 
Cervical dysplasia/ 
cervical cancer 
Pelvic Inflammatory 
Disease 
Note. "*" designates 
AIDS. 
Positive & 
Caregiving 
(n = 20) 
1 
0 
0 
1 
0 
0 
0 
0 
5 
2 
1 
0 
conditions that 
Positive 
Only 
(n = 57) 
15 
5 
2 
6 
2 
1 
1 
5 
2 
8 
5 
1 
Total 
Sample 
m: = 77) 
16 
5 
2 
7 
2 
1 
1 
5 
* 
* 
7 
10 
6 * 
1 
are diagnostic for 
table continues 
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Table 17(continued) 
Infections Since Diagnosis as Being HIV+ 
Infections since Positive & Positive Total 
Diagnosis Caregiving Only Sample 
(n = 20) (n = 57) (n = 77) 
GASTROINTESTINAL 
Histoplasmosis 0 1 1 * 
Oral hairy 0 1 1 
leukoplakia 
Thrush 0 7 7 * 
Vomiting, diarrhea, 0 6 6 
constipation 
Hepatitis (B, C, & 3 7 10 
chemical) 
NEUROLOGICAL OR 
SENSORY 
Polyneuropathy 1 2 3 * 
Cytomegalovirus 1 3 4 * 
Shingles 2 2 4 
Pain 
Hepatitis (B, C, & 3 7 10 
chemical) 
NQte. "*" designates conditions that are diagnostic for 
AIDS. table continues 
Table 17(continued) 
Infections Since Diagnosis as Being HIV+ 
Infections since 
Diagnosis 
GENERALIZED 
Influenza 
Depression 
Unexplained 
weight losses 
Fatigue 
Sepsis 
Anemia 
Medication 
reaction 
Arthritis 
Positive & 
Caregiving 
{n=20) 
2 
1 
1 
1 
0 
0 
0 
0 
Positive 
Only {n=57) 
3 
0 
0 
2 
1 
1 
1 
1 
Total 
Seropositive 
Subjects 
(n -77) 
5 
1 
1 
3 
1 
1 
1 
1 
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Note. "*" designates infections that meet the criteria for 
the diagnosis of AIDS. 
The respiratory infections reported by the subjects are 
similar to those reported by men who are HIV positive 
(Hankins & Handley, 1992) . The dermatological 
manifestations did not include Karposi's sarcoma, a common 
skin cancer among men who are HIV positive. Karposi's 
sarcoma has been diagnosed in women, but usually is 
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associated with severe immunodeficiency (Hankins & Handley , 
1992) · As early as 1991, Smeltzer and Whipple asserted that 
vaginal candidiasis was often the first manifestation of HIV 
infection along with other sexually-transmitted diseases. 
Only 7 women (9 %) reported vaginal candidiasis or yeast 
infections. 
Caregiying 
Subjects were asked whether they were living in the 
same household as another person who was HIV seropositive 
and providing care for that person. Those subjects who did 
not report living with and caring for another person who was 
HIV positive were classified as being in the non-HIV 
caregiving group. If the subject responded that she was 
living in the same household as another HIV positive person, 
two additional questions inquired as to the relationship 
with the person for whom she was caring and the types of 
caregiving activities in which she was involved. The 
caregiving women comprised only 25% {n=20) of the total 
sample. The majority of the caregiving women were caring 
for husbands (n=B) or lovers (n=6). Two of the caregiving 
women were mothers and the other three who identified their 
relationship with the care recipient chose the "other" 
category. 
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Caregiving activities were listed on the next page of 
the Demographic Questionnaire. The number of women who 
selected each of the activities is shown in Table 18. The 
caregiving activity most frequently reported was preparing 
food (n=19, 95%). In fact, the first eight activities 
listed most often were not unique to HIV caregivers but were 
common responsibilities for women who were seronegative as 
well. Yet, even normal household tasks become more complex 
when HIV infection is involved. For example, food must be 
prepared with extra precautions taken to remove potential 
sources of microorganisms. Meals must be scheduled around 
complex medication regimens. Fatigue of the caregiver and 
the recipient may require creatively scheduling other 
activities of daily living. 
Several of the frequently reported caregiving 
activities such as ~listening to themu, "providing 
psychological supportu, and "providing spiritual supportu 
required minimal physical exertion but could potentially tax 
one's emotional stamina. The last four activities were more 
directly related to the care recipient being ill. Only 
about half of the caregiving women were involved in these 
illness-related activities. 
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Table 18 
Specific Careqiving Activities Selected by Seropositive HIV 
Caregivers (n=20l 
Caregiving Activities Selected 
Prepare food. 
Clean house. 
Listen to them talk when they are 
upset. 
Provide psychological support 
Plan fun things to do. 
Provide spiritual support. 
Shopping. 
Work to make money to pay bills. 
Take them to see the doctor or other 
health care person. 
Help with personal care. 
Provide transportation. 
Give them medicine or treatments. 
HIV Caregiving 
.1 % 
19 95% 
18 90% 
18 90% 
16 80% 
15 75% 
13 65% 
14 70% 
10 50% 
10 50% 
10 50% 
8 40% 
7 35% 
The list of caregiving activities was followed by blank 
lines where the woman could add other caregiving activities. 
One of the statements disclosed a women dealing with a 
relationship involving emotional and verbal abuse. She 
stated, "Be his blame for his decisions and consequences in 
his life, be what he uses verbal abuse against daily so he 
151 
can feel smart and okay. And anything else he can think of 
to make me miserable so he can feel good." 
The cycle of everyday activities was seen in comments 
about trying to live a normal life. 
"Live a normal life as a couple." 
"Be there in every way possible." 
"Paper work. Forms for medication indigent programs." 
"Because we are married, my husband and I do everything 
together. We also have 4 children to take care of." 
Psychological support and spiritual support were 
included in the list of caregiving activities. Despite 
this, two women wrote statements about emotional support. 
Irrespective of the specific activity, the overall theme was 
to "love him unconditionally." 
Support Networks 
The Interpersonal Relationship Inventory (Tilden, 
Nelson, & May, 1990b) contained several questions about the 
support network of the respondent. The IPRI included a page 
that directed the subject to write down all the people that 
were important to her using initials or first names only. 
The page had 20 lines for the subjects to use. After the 
name, the subject was to indicate the relationship with the 
person. Four subjects did not complete this page of the 
inventory. 
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Table 19 provides the detail about the number of 
subjects in each group who identified on their lists of 
important people at least one person in the different types 
of relationships. Names identified as husband, boyfriend, 
or lover were counted as significant others. Family 
relationships such as parents, siblings, aunts, uncles, 
grandparents, and cousins were counted as being extended 
family. For all the relationships except significant other, 
Table 19 also provides the range and mean number of people 
listed in each relationship. 
The 41 women who identified children on their list of 
important people face the unique challenge of balancing the 
needs of the children with their own needs. The caregiving 
women who listed children {n=13, 65%) may also be dealing 
with a child who is HIV seropositive. Yet, only two women 
identified "mother" as their relationship with the care 
recipient. Among the non-HIV caregivers, 28 women 
identified children on their lists of important people. 
Pets were listed by five woman on their lists of 
important people. Nurses and other health care 
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Table 19 
Number of People in Subjects' Support Network by Group and 
Type of Relationship 
Description of 
Relationship 
Significant 
other 
Child 
Extended family 
member 
Total # of 
People Listed 
Positive & 
Caregiving 
(n=20) 
t.. = 15 
t.. = 13 
range = 1-5 
m = 1. 40 
.i = 14 
range= 1-17 
m = 4. 35 
i = 20 
range = 1-24 
m = 10.00 
Positive Only 
(n=60) 
t. 19 
!. = 28 
range = 1-5 
m = 1. 07 
t.. = 50 
range = 1-15 
m = 5.32 
i = 56 
range = 1-23 
m = 12.46 
Note . .!.=frequency, the number of women who identified 
people who were important to them in the relationships 
described. 
professionals were named by six women. Two woman included 
themselves on their lists. 
The IPRI had two other indicators of the size of the 
support network available to the women living with HIV 
infection. One question asked for the number of people 
living in the household not counting themselves, revealing 
Table 20 
Number of People in Household and Relatives within 5 0 
Miles by Group 
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People in the 
household 
Relatives within 50 
miles 
Positive & 
Caregiving 
(n=20) 
Positive Only 
(n=60) 
Total Sample 
(N =80) 
m 
2.17 
1. 46 
1. 66 
Range 
0-5 
0-6 
0-6 
m 
4.16 
7.27 
6.33 
Range 
0-15 
0-100 
0-100 
22 women who lived alone. Another question asked for the 
number of relatives living within 50 miles, with 22 women 
listing no relatives within 50 miles. Table 20 provides 
data related to the number of people in the household and 
the number of close relatives for the groups and total 
sample. 
Concepts 
Rating scales are popular because of the relative ease 
with which they can be administered to quantify abstract 
concepts. The instruments used in the study were summated 
rating scales that consisted of several items summed to 
yield a single score (Pedhazer & Schmelkin, 1991). 
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Information about content, scoring, and reliability 
will be provided for the instruments used to measure the 
concepts of spiritual perspective, social support, 
interpersonal conflict, mastery of stress, and health. The 
instruments were the Spiritual Perspective Scale (SPS) 
(Reed, 1986), the Interpersonal Relationship Inventory 
(IPRI) (Tilden et al., 199Gb), the clinical version of the 
Mastery of Stress Inventory (MSI) (Younger, 1991), and the 
Short-Form Health Survey (SF-20) developed by the Medical 
Outcomes Study group (Stewart, Hays, & Ware, 1988). 
Descriptive findings related to the concepts will also be 
presented. 
Items in the scales with missing data were examined to 
identify any patterns. The missing data appeared to be 
random and were replaced with the subject's series mean 
Spiritual Perspective 
Instrument performance. The Spiritual Perspective 
Scale (SPS) was used to measure the independent variable of 
spiritual perspective. Reed (1986) developed the SPS to 
quantify the extent to which spirituality permeates the life 
of the respondent and the frequency with which the 
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respondent engages in spirituality-related interactions. 
The instrument consists of 10 items to which subjects 
respond on a 6-point Likert scale, anchored with descriptive 
words. The first four items focus on interactions such as 
prayer, talking with others about spirituality, and reading 
spiritually-related materials. The remaining six items are 
statements about spirituality to which the subject agrees or 
disagrees. 
The SPS was scored by adding the responses for each 
subject and dividing by 10, resulting in a possible range of 
scores from 1 to 6. Higher scores indicated a greater 
awareness of spirituality. 
The instrument performed well with this sample. The 
reliability of the SPS was estimated by Cronbach's alpha to 
be .9064 with inter-item correlations ranging from .266 to 
.732 (m=.5084). Only 3 of the 45 inter-item correlations 
were outside of the desirable range of .30 to .70, meeting 
the criteria that greater than 50% of the inter-item 
correlations be within that range (Gordan, 1968). The item 
to scale correlations ranged from .574 to .785, exceeding 
Hinshaw and Atwood's (1982) recommendation that 50% of the 
item to scale correlations be greater than .40. 
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Concept. The spiritual perspective scores ranged from 
2.7 to 6.0. Table 21 gives the mean for each item and for 
the total scale for the sample. The mean of the item means 
was 4.97. On the interaction items, the mean score was 
equivalent to a frequency of once a week. On the items 
addressing the degree to which spirituality permeated one's 
life, the mean near 5 was consistent with a response of 
"agree." 
Exploratory data analysis identified that the scale was 
negatively skewed {-.813) with six subjects compiling the 
maximum score of 6.0. Since the skewness was less than 1.0, 
the scores were not transformed, recognizing that the 
skewness might result in attenuated correlations during 
later steps in the data analysis. 
Social Support and Interpersonal Conflict 
Instrument performance. Social support and 
interpersonal conflict, two of the independent variables, 
were measured by the short form of the Interpersonal 
Relationship Inventory {IPRI; Tilden, Nelson, & May, 1990b). 
The instrument was developed to measure the positive aspects 
of social support, as well as the interpersonal conflict 
that may accompany relationships. 
Table 21 
Spiritual Perspective Scale: FreQuency Scores 
Total Sample Items from the SPS Ordered from 
Highest Mean to Lowest Mean (N=80) 
Frequency of prayer or meditation 
Forgiveness as an important part of 
spirituality 
Influence of spiritual views on life 
Feel close to God or Higher Power 
frequently 
Spirituality as a significant part of 
life 
Seeking spiritual guidance for every 
day decisions 
Importance of spirituality because it 
answers questions about the 
meaning of life 
Frequency of talking about spiritual 
matters 
Frequency of reading spiritually-
related material 
Frequency of sharing the joys and 
problems of living according to 
spiritual beliefs 
Mean of the Summated Scale 
M 
5.32 
5.25 
5.18 
5.17 
5.06 
4.92 
4.85 
4.74 
4.61 
4.59 
4.97 
.sJ2 
0.91 
1. 09 
0.90 
0.94 
1.32 
1. 04 
1.16 
1.29 
1. 30 
1. 43 
0.83 
The shorter version of the IPRI used in this study 
consisted of 26 items divided equally between the Social 
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Support and Conflict Scales. The Social Support Scale and 
the Conflict Scale were the empirical indicators for the 
independent variables, social support and interpersonal 
conflict, respectively. Two sets of response choices were 
offered depending on the wording of the item, agreement to 
disagreement and never to very often. The items for the 
scales were interspersed to avoid a response set. Subjects 
responded to the items on a 5-point, Likert scale. Higher 
scores indicated higher levels of support or conflict. The 
scales were totaled separately and were not combined due to 
the underlying concepts being diametric {Tilden et al., 
1990b) . 
The third page of the IPRI provided instructions and 
lines on which the subjects listed people who were important 
to them. The number of names listed on this page was used 
as the empirical indicator for the independent variable, 
size of support network. Information about the size and 
composition of the support network was provided earlier in 
the chapter in Table 19. 
Reliability was estimated by the internal consistency 
of each scale using Cronbach's alpha coefficients. The 
inter-item correlations ranged from .0003 to .760 for the 
Social Support and from -.0896 to .6912 for the Conflict 
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Scale. Despite the wide range, 78 % of the inter-item 
correlations for the Support Scale and 54 % for the Confl ict 
Scale fell within the desired range of .30 to .70, meeting 
the 50% criteria of acceptability (Gordan, 1968). For the 
Social Support Scale, 92% of the item to scale correlations 
were greater than .40; for the Conflict Scale, 77% of the 
item to scale correlations were greater than .40. Both 
scales exceeded the criteria of 50% of the item to scale 
correlations being greater than .40 (Hinshaw & Atwood, 
1982). Cronbach's alpha coefficients for both scales also 
met the reliability criteria of .8 for established 
instruments (Nunnally, 1978). 
Concepts. The mean of the summed scores for each scale 
are provided in Table 22. The Conflict Scale scores were 
lower than the Social Support Scale scores, possibly because 
of social desirability. Scores on scales that measure 
negative traits may be low due to the true score on the 
trait being low or reluctance to acknowledge the negative 
trait (Spector, 1992). The item with the highest mean on 
the Social Support Scale stated that the subject knew 
someone who made her feel confident in herself. On the 
Conflict Scale, the highest scores were given to items about 
people being too pushy and about being unable to count on 
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Table 22 
Frequency Data and Estimates of Reliability for the sca l es 
in the Interpersonal Relationship Inventory (N 80) 
Scale 
Social 
Support 
Conflict 
someone. 
M 
(SJ2) 
52.13 
(9.07) 
38.24 
(9.43) 
Range of 
Scores 
28.0-65.0 
16.0-62.0 
Cronbach's 
Alpha 
Coefficient 
.898 
.741 
Standardized 
Alpha 
Coefficient 
.900 
.852 
The item having the lowest agreement with the other 
items on the Social Support Scale was a statement about the 
availability of neighbors who help out in an emergency. One 
data collector noted that several of the subjects in her 
setting were homeless, making this item incongruent with the 
experience of the subjects. The item having the lowest 
agreement with the other items on the Conflict Scale was a 
statement about caring for someone who was undependable. 
Even if experiencing conflict in one relationship, the women 
may have remembered other people on whom they could depend. 
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Mastery of Stress and Perceived Stress Intensity 
Instrument performance. Developed as an outcome 
criteria for stress-reduction interventions, the Mastery of 
Stress Instrument (MSI) measured four components of mastery; 
certainty, change, acceptance, and growth. Embedded within 
the 89 items was a Stress Scale used to measure stress as 
well as minimize a response set. The length of the 
instrument was burdensome for women in the pilot study and a 
decision was made to use the 25-item clinical version for 
this study. Findings related to the psychometric assessment 
of the clinical version of the MSI were limited. The 
developer of the instrument reported a correlation of .92 
between the clinical and original versions of the MSI (J. 
Younger, personal communication, November 1994). The 
investigator accepted the high correlation between the 
versions as an indication of acceptable equivalence for 
descriptive research. 
The independent variable of perceived stress intensity 
was measured by the sum of the Stress Scale items and the 
dependent variable of mastery was measured by the sum of the 
remainder of the items comprising the Certainty, Change, 
Acceptance, and Growth Scales. The estimates of reliability 
are presented in Table 23. The Stress, Growth, and Change 
Table 23 
The Mastery of Stress Instrument: Frequencies and 
Estimates of Reliability (N 80) 
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Scale Mean 
(SD) 
Range Cronbach's 
alpha 
coefficient 
Standard-
ized 
alpha 
Change 
4 items 
Certainty 
4 items 
13.97 
(3.33) 
15.62 
(2. 93) 
5-20 .6751 . 6769 
8-20 .7657 .7634 
....................... .............................................. ... ......................................................... _ .... _ .. _ ........................ .. .............. .. .................... _ .................................................... .. 
Acceptance 
4 items 
14.50 
(3. 76) 
4-20 .8309 .8338 
.................................................. ....................................................................... _ ..................................................... ---···························· 
Growth 
3 items 
10.81 
(2.60) 
4-15 .6408 . 64 98 
........................................................................................... .. .... .. ..................... -..... ... .................... ............. .... ..... --.----· ····· ······ ·········· ·· 
Mastery 
15 items 
54.94 
( 9. 59) 
27-75 .8577 .8620 
....................................................................................................... ... . -........................................ -.. -.......................... . 
Stress 
10 items 
30.12 
( 8. 61) 
10-50 .6695 .8615 
Scales had less than optimal internal consistency (.67, .64, 
and .67, respectively) possibly due to the few number of 
items. Using the prediction formula proposed by Nunnally 
(1978) to estimate the number of items each of the subsca1es 
would need to achieve a reliability of .80, the Stress Scale 
would need a total of 20 items, the Growth Scale a total of 
7 items, and the Change Scale a total of 8 items. For this 
study, a decision was made to follow Younger's 
recommendation of using only the summed score to measure 
mastery (personal communication, March, 1996) . 
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The Stress Scale did meet the criteria of .7 when the 
standardized alpha coefficients are considered. The 
standardized alpha coefficients can be calculated either by 
using the standard scores on the items or the average 
correlations between the items (Pedhazer & Schmelkin, 1991). 
The Cronbach's alpha coefficient and the standardized alpha 
coefficients are almost identical when the item variances 
are similar. The alpha coefficients were different for the 
Stress Scale, indicating greater spreads in item variability 
on this scale with this sample. 
The inter-item correlations and item to scale 
correlations were also evaluated for the Stress Scale and 
the Mastery Scale. Inter-item correlations for the Stress 
Scale ranged from .1575 to .5759, with 71% falling within 
the desired range of .30 to .70 (Gordan, 1968). The Mastery 
Scale had inter-item correlations ranging from .0987 to 
.6203, with only 41% of the correlations falling within the 
desired range (Gordan, 1968). However, for both scales, all 
item to scale correlations were greater than .40, exceeding 
Hinshaw and Atwood's (1982)criteria of 50% exceeding .40. 
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Concepts. Mastery of stress had a mean of 54.94 with 
75 being the highest possible score. The width of the range 
and the standard deviation reflected the variability of the 
subjects' experiences. The average score per item was 3.66, 
between the scale responses of "agree" and "uncertain." The 
subjects experienced mastery of stress to a limited degree. 
Perceived stress intensity was very high compared to 
findings in other studies. No reported level of stress 
approached the level of stress described by the women in 
this study (Younger, 1993). 
Health 
Instrument performance. Functional status and well-
being have been assessed using standardized surveys for over 
300 years (Ware, 1993). Improvements in psychometric 
techniques of scale construction have resulted in 
instruments that can more accurately and consistently 
measure functional status and well-being. The Medical 
Outcomes Study (MOS) accepted the challenge of testing the 
feasibility of self-report health scales that would be 
appropriate even for persons suffering from chronic 
conditions (Ware, 1993). 
Based on a multidimensional model of health, the 20-
item Health Survey (SF-20) used in this study represented a 
compromise between the reliability and validity tradition 
and the newer standards of practicality and feasibility. 
The SF-20 measured four dimensions of health; physical 
functioning including pain, role and social functioning, 
perceived health, and mental health. 
166 
The scores on each subscale were transformed (Ware, 
1993) and then averaged to yield an overall measure of 
multidimensional health. The subjects' responses to 
specific items were recoded so that higher scores 
corresponded with higher levels of health. Two items 
required recalibration to satisfy the scaling assumption of 
a linear relationship between the item scores and the 
underlying concept of health (Ware, 1993, pg. 6:14). 
Scoring also involved transforming the raw scores for each 
subscale to a 0 to 100-point scale. The lowest possible raw 
score for each scale was subtracted from the actual raw 
score, the result divided by the possible raw score range 
and then multiplied by 100. Using the MOS algorithm to 
t ransform the scores facilitated the comparison of the 
health scores of the women living with HIV infection to the 
health scores of thousands of subjects in national studies. 
Table 24 contains the estimates of reliability for each 
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Table 24 
Medical Outcomes Study Health Survey (SF 20) : Transformed 
Scores and Reliability Estimates for the Subscales and 
Total Scale 
Scale 
Physical 
Functioning 
(7 items) 
Role & Social 
Functioning 
{ 3 i terns) 
Perceived 
Health 
(5 items) 
Mental Health 
{5 items) 
Overall Health 
(20 i terns) 
M Range 
(Sl21_ of 
Scores 
58.75 5.7-
(27.80) 100.0 
53.47 0.0-
{33.69) 100.0 
36.89 0.0-80 
(19.97) 
43.31 13.33-
( 16. 71) 7 6. 67 
52.88 18.48-
(20.42) 92.84 
Cronbach's 
Alpha 
Coefficient 
.840 
.792 
.786 
.747 
.903 
dimension of health. In addition to using alpha 
Standardized 
Alpha 
Coefficient 
.848 
.850 
.788 
.747 
.910 
coefficients as an estimate of reliability, Ware(1993) 
recommends that correlations between the health scales be 
calculated. If the scoring has been done correctly, the 
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correlations should all be positive and higher than 0.3 
{Ware, 1993, pg. 6:19). The scale also met this· criteria of 
reliability (Table 25). 
Concept. Descriptive findings for the concept of 
health were presented in Table 24. While the subscales had 
different number of items, the scores were transformed to a 
100 point scale. Perceived health was very low for the 
women in the study. Mental health was also below 50 on the 
100-point scale. The ranges for each subscale were large 
extending up to the maximum of 100 points for the physical 
functioning and role/social functioning subscales. 
Table 25 
Relationships Among the Component Scales of the Medical 
Outcomes Study Short Form Health Survev (SF-20) 
Role & Social 
Perceived Health 
Mental Health 
Physical 
.718** 
.631** 
.410** 
Role & 
Social 
.682** 
.510** 
Perceived 
Health 
.476** 
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Findings 
The purpose of the study was to determine the 
relationships between resource factors, stress factors, 
mastery of stress, and health in women living with HIV 
infection. In addition, the study explored the differences 
in mastery of stress and health reported by women in two 
naturally-occurring groups: (a) women who were HIV 
seropositive and providing care for someone else who was 
seropositive (n =20) and (b) women who were HIV seropositive 
and not providing care for another seropositive person 
(n=60). A third group of seronegative HIV caregivers was 
planned but with only 5 subjects, the group data was 
insufficient for meaningful analysis. This section reports 
the results of the data analysis for each of the two 
hypotheses. 
Hypothesis One 
In women living with HIV infection, education, income, 
social network, social support, and spiritual perspective 
are stronger predictors of mastery of stress and of health 
than are interpersonal conflict, stage of the infection, HIV 
caregiving responsibilities, and perceived stress intensity. 
Significance was set at the alpha = 0.5 level for 
calculations related to this hypothesis. An initial step in 
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the analysis for this hypothesis was the calculation of 
Pearson's product moment correlations. Significant 
correlation coefficients were found between mastery of 
stress and all the independent variables except income, HIV 
caregiving, and stage of infection (Table 26). Health was 
significantly correlated with all the independent variables 
except size of the support network and HIV caregiving (Table 
27). Independent variables that were not significantly 
correlated were eliminated from the multiple regression 
analysis for that dependent variable. This exclusion of 
independent variables that were not correlated with the 
dependent variable was justified based on the underlying 
principle of regression. Linear regression is based on the 
assumption that there is a relationship between the 
dependent variable and each independent variable (Berry & 
Feldman, 1985). Nominal and ordinal variables were dummy 
coded for inclusion into the regression equation (Pedhazer & 
Schmelkin, 1991). 
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Table 26 
Pearson Correlation Coefficients between Mastery of stress 
and the Independent Variables 
TYPE OF FACTOR 
Independent 
Variable 
RESOURCE FACTORS 
Spiritual 
Perspective 
Social Support 
Size of Support 
Network 
Education 
High Income 
STRESS FACTORS 
Perceived Stress 
Interpersonal 
Conflict 
Stage of 
Infection 
HIV Caregiving 
.347 
.657 
.244 
.141 
.176 
-.234 
-.352 
-.069 
.076 
.002* 
.000* 
.033* 
.211 
.123 
.037* 
.001* 
.552 
.502 
*Exceeded the criteria of .05 for statistical 
significance. 
.120 
.432 
.059 
.054 
.124 
a Variance in dependent variable explained by independent 
variables that are significantly correlated 
Table 27 
Pearson Correlation Coefficients between Health and the 
Independent Variables 
TYPE OF FACTOR 
Independent 
Variable 
RESOURCE FACTORS 
Spiritual 
Perspective 
Social Support 
Size of Support 
Network 
Education 
Income 
STRESS FACTORS 
Perceived Stress 
Interpersonal 
Conflict 
Stage of 
Infection 
HIV Caregiving 
r. 
.249 
.480 
.220 
.293 
.496 
-.502 
-.447 
-.235 
.054 
.012* 
.000* 
.055 
.008 * 
.000* 
.000* 
.000* 
.040* 
.636 
.062 
.230 
.008 
.246 
.252 
.200 
.055 
s Variance in dependent variable explained by independent 
variables that are significantly correlated 
*Exceeded the criteria of .05 for statistical 
significance. 
l/L. 
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Subhypothesis One A. Education, income, social 
network, social support, and spiritual perspective are 
stronger predictors of mastery of stress among women living 
with HIV infection than are interpersonal conflict, stage of 
the infection, caregiving responsibilities, and perceived 
stress intensity. 
The block hierarchial multiple regression method 
(Tabachnick & Fidell, 1989) was used to determine whether 
the resource or the stress factors explained more of the 
variance in the dependent variable of mastery of stress. 
The resource factors were considered to be theoretically 
more significant than the stress factors, according to the 
hypothesis. The resource factors that had statistically 
significant relationships with the dependent variable of 
mastery of stress were entered into the regression equation 
first. The resource factors of spiritual perspective, 
social support, and support network size explained 44.78 % 
(~=.4478) of the variance in mastery of stress (E = 19.734, 
~ ,000). The stress factors that were significant, stress 
and conflict, were entered as the second block into the 
regression equation. The block of stress factors only 
explained an additional 0.7% of the variance for a total of 
45.43% of the variance being explained by the independent 
variables (Table 28). 
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Tabachnick and Fidell (1989) note that the blocks of 
variables can be entered in reverse order. Entering the 
less-theoretically important variables first allows the 
researcher to test the significance of the unique 
contribution made by the more theoretically-important 
variables. The stress factors explained 13.69% of the 
variance in mastery of stress when entered into the equation 
first (E = 5.871, ~ = .004). The resource factors block 
explained an additional 31.74% of the variance in mastery of 
stress (E = 11.82, ~ =.000). The total variance explained 
when all the variables are in the equation was the same in 
spite of the order in which the blocks were entered. 
The incremental E ratio test compares the contribution 
of a second block of variables when the first block of 
variables has already entered the equation (Tabachnick & 
Fidell, 1988). When the resource factors were entered 
first, the contribution of the stress factors to the 
explanation of the variance was not significant (incremental 
E ratio= .423, critical E value 3.13, Qt 2,71, ~ =.05). 
The decision about significance was made using a table 
containing critical E values and a probability of .OS. The 
Table 28 
Summary of Hierarchial Multiple Regression Analysis for 
Variables Predicting Mastery of Stress in Women Living 
with HIV Infection (N-77): Resource Factors Entered as 
Block 1 
Variable B SE B Beta T Sig T 
RESOURCE 
FACTORS 
Spiritual . 264 .103 .232 2.569 .012** 
Perspective 
Social .588 .108 .561 5.470 .000** 
Support 
Size of -.008 .133 -.006 -.060 .953 
Support 
Network 
STRESS 
FACTORS 
Perceived -.009 .109 -.009 -.087 .931 
Stress 
Interpersona -.083 .101 -.085 -.818 .416 
1 Conflict 
Constant 14.877 9.623 1. 545 .127 
Note. B = . 674; E.:= .454; Adj . E.: = . 416; s.E= 7.103; 
.E (5,71)= 11.821; !:! = .000 
**~ < ,05. 
176 
incremental E ratio did not equal nor exceed the critical 
value so the ratio was not statistically significant. When 
the stress factors were entered into the equation first, the 
contribution of the resource factors to the explanation of 
the variance was significant (incremental E ratio= 13.76, 
critical E value 2.74, QI 3,71, ~ =.05). Again, a table of 
critical E values was used and a probability of .05. Since 
the incremental E ratio exceeded the critical value, the 
ratio was statistically significant. The resource factors 
explained more variance than the stress factors and the 
difference was statistically significant. Subhypothesis One 
A that the resource factors explained more of the variance 
in mastery of stress than the stress factors was 
conditionally supported. The hypothesis decision was 
conditional until violations of the statistical assumptions 
could be evaluated. 
While posteriori calculation of power has its critics 
(Knapp, 1996 ), the investigator recognized that the planned 
sample size was not reached. Statistical power is affected 
by the sample size, as well as the significance level and 
the effect size (Polit & Sherman, 1990). The multiple 
regression equation with the stress factors as the first 
block controlled for the effects of the stress factors and 
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tested the unique contribution of the resource factors. For 
that regression equation, the effect size was .58 and power 
was 1.0 (Borenstein & Cohen, 1989). An effect size of .35 
for a multiple regression equation is considered to be a 
large effect (Polit & Sherman, 1990). The sample size of 80 
provided strong statistical power due to the large effect 
size. 
Subhypothesis One B. Education, income, social 
network, social support, and spiritual perspective are 
stronger predictors of the health of women living with HIV 
infection than are interpersonal conflict, stage of the 
infection, HIV caregiving responsibilities, and perceived 
stress intensity. 
The initial correlation table revealed significant 
relationships with the ordinal variables of education, 
income, stage of infection, and HIV caregiving (Table 27). 
These variables were dummy coded for entry into the 
regression equation. The block hierarchial multiple 
regression method (Tabachnick & Fidell, 1989) was used to 
determine whether the resource or stress factors explained 
more of the variance in the dependent variable of health. 
The resource factors were theoretically more significant 
according to the hypothesis. The resource factors of 
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college education, high school completion, high income, 
middle income, spiritual perspective, and social support 
were entered as the first block of the equation. The 
resource factors explained 32.30% of the variance in health 
(L = 5.41, ~ .000). The block of stress factors explained 
an additional 18.16% of the variance for a total of 50.6% of 
the variance being explained by the independent variables 
(Table 29). 
Using the same technique as was used for the first 
subhypothesis, order of entry was reversed (Tabachnick & 
Fidell, 1989) . Entering the less-theoretically important 
variables first allows the researcher to test the 
significance of the contribution made by the variables 
considered to be theoretically more important. The stress 
factors explained 39.53% of the variance in health when 
entered into the equation first (E = 11.44, ~ = .000). The 
resource factors block explained an additional 10.83% of the 
variance in health (L 6.52, ~ =.000). The 50% of total 
variance explained when all the variables were in the 
equation was the same in spite of the order in which the 
blocks were entered. 
The contributions made by each block of factors when 
entered into the equation were compared using the 
Table 29 
Summary of Blocked Hierarchial Multiple Regression 
Analysis Predi cting Health in Women Living with HIV 
Infection (N-75): Resource F t -- - ________ac ors Entered as Block 1 
Variable 
RESOURCE 
FACTORS 
Spiritual 
Perspective 
Social Support 
College 
Education 
High-school 
Completion 
High Income 
Middle Income 
STRESS FACTORS 
Perceived 
Stress 
Interpersonal 
Conflict 
Advanced 
Infection 
Progressing 
Infection 
Constant 
B 
. 226 
.573 
.787 
-.215 
7.717 
-.017 
-.803 
-.411 
-8.117 
-9.314 
SE B Beta 
.231 .093 
.230 .254 
5.663 .019 
5.281 -.005 
5.712 .159 
4.885 -3.69 
T Sig T 
.979 .331 
2.486 .016** 
-.281 .890 
.139 .968 
1.320 .191 
-.004 .997 
.241 -.334 -3.337 .001** 
.260 -.190 -1.581 .119 
4.510 -.197 -1.800 .077 
4.984 -.200 -1.869 .066 
54.200 23.737 2.283 .026** 
Note. B = .710; ~ = .505; Adj.~= .427; SE = 15.409; 
~ (Qi 10,64)= 6.518; ~ = .000 
**~ < .05. 
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incremental E ratio test . When the resource factors were 
entered into the equation first, the contribution of the 
stress factors to the explanation of the variance in health 
was statistically significant. The incremental L ratio of 
5.862 exceeded the critical value of E (5.69, df 4, 64, 
~=.05). When the stress factors were entered into the 
equation first, the contribution of the resource factors was 
not statistically significant. The incremental ~ ratio of 
2.33 was less than the critical value of E (3.74, Qf 6,64, ~ 
.05). The resource factors were not stronger predictors of 
health than the stress factors. In fact, the stress factors 
were statistically significant predictors of health. 
Subhypothesis One B was conditionally rejected. With the 
rejection of the hypothesis, calculation of power was even 
more important. For the sample size of N = 80 and a 
significance level of 0.5, the power calculation was .86, 
slightly exceeding the desirable power level of .80 
(Borenstein & Cohen, 1989). The effect size was .22, a 
medium size effect for multiple regression (Polit & Sherman, 
1990). 
Multiple regression considerations 
The assumptions of multiple regression are as follows: 
1) the distribution of the residuals is normal; 2) the mean 
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of the residuals is equal to zero; 3) the independent 
variables are fixed; 4) homoscedasticity is present; 5 ) the 
residuals are not autocorrelated; and 6) the independent 
variables are measured without error (Kerlinger & Pedhazer, 
1973; Pedhazer & Schmelkin, 1991; Verran & Ferketich, 1984). 
The conclusions about the hypotheses were conditional until 
the investigator determined whether the assumptions of 
multiple regression were met. The assumptions were tested 
using both statistical and graphical analyses. While 
multiple regression is a robust analysis, a combination of 
assumption violations may threaten the validity of the 
findings (Verran & Ferketich, 1984) . The investigator 
examined the residuals for the regression analyses since 
they estimate the "unobservable population error term" 
(Verran & Ferketich, 1984, p. 28). A simplified statement 
of the assumptions with the analyses used to test them as 
well as the investigator's conclusions are displayed in 
Table 30. 
All assumptions for multiple regression were met, 
except one. Kerlinger and Pedhazer (1973) argue that 
assumptions are of greater concern when the researcher plans 
to make inferences from the sample to the population. Since 
this study had nonrandom sampling, no inferences from the 
Table 30 
Testinq of the Assumptions of Multiple Regression: 
Hypothesis 1 (N-80) 
Statement of 
Assumptions 
Normal 
distribution 
of residuals 
Procedures to Evaluate 
[Desirable Findings] 
Actual Findings and Conclusions 
Histogram of residuals with normal 
curve; skew and kurtosis of 
unstandardized residuals 
[Residuals consistent with normal curve. 
Skewness and kurtosis < 1.0.] 
Residuals followed the normal curve, 
but not exactly.b Skewness and 
kurtosis of unstandardized residuals 
were -.112 and -.257, both less than 
1.0. Assumption partially met . 
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... ... ............................................................... -----·······················-············································································· 
Mean of the 
residuals = 
zero 
Calculate a mean of unstandardized 
residuals 
[M of residuals =OJ 
M of residuals did equal zero for all 
analyses. Assumption met . 
................................................................... _ ........................................................ ---··································-················-···· 
Independent 
variables are 
fixed. 
Indirectly assessed by the plots of 
standardized residuals against the 
independent variables in the equation. 
[No trends identified on scatter plots.] 
No trends found. Assumption met. 
Table continues 
Table 30 (continued) 
Testinq of the Assumptions of Multiple Reqression: 
Hypothesis One {N-80) 
Statement of 
Assumption 
Procedures to Evaluate 
[Desirable Findings] 
Actual Findings and Conclusions 
Homoscedasticity Plot of standardized residuals versus 
predicted dependent variable 
[Horizontal band of residuals around 
zero] 
Residuals scattered on both sides 
of zero with no trend. 
Assumption met . 
................ .. .... ...... .. .. ........................ .. .... --- --········································································································· 
Residuals are 
not 
autocorrelated. 
Plots of standardized residuals 
against time-ordered variable (date of 
data collection), independent 
variables, and other variables of 
interest(state where data was 
collected) . 
[No trends identified on scatter 
plots. Durbin-Watson statistic not 
significant. a] 
Date and state of data 
collection, income, spirituality, 
conflict, and months since 
diagnosis had no apparent 
influence on residuals. Durbin-
Watson ranged from 2.11 to 2.33. 
Assumption met. 
Table continues ... 
Table 30 (continued) 
Testing of the Assumptions of Multiple Regression: 
Hypothesis 1 (N-80) 
Statement of 
Assumptions 
Independent 
variables are 
measured 
without 
error. 
Procedures to Evaluate 
[Desirable Findings] 
Actual Findings and Conclusions 
Reliability of instruments, plots of 
extraneous variables against residuals 
[Reliability estimates meet minimum 
criteria of .80; no trends identified on 
scatter plots.] 
Reliability of Stress & Conflict 
Scales did not meet the criteria of 
.80 on Cronbach's alpha, but did meet 
the criteria on the standardized 
alpha. The SPS, MSI, Support Scale & 
SF-20 met the criteria. 
Note. Table developed through synthesis of discussions of 
assumptions found in Verran & Ferketich (1984), Kerlinger 
& Pedhazer (1973), and Pedhazer & Schrnelkin (1991). 
a Durbin-Watson statistic measures autocorrelation over 
the sequence of cases (Tabachnick & Fidell, 1989) . 
b Sample residuals can only be expected to approximate a 
normal distribution (Norusis, 1990) . 
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sample to the population were planned and the violation of 
the single assumption could be tolerated. 
Power was another consideration when evaluating the 
findings from the multiple regression analyses. The 
decision to stop collecting data prior to reaching the 
planned sample size made consideration of power even more 
crucial. Power indicates how likely a test is to detect a 
difference if one exists (Burns & Grove, 1997). The desired 
level of power is .80 (Munro, Visintainer, & Page, 1986). 
Due to the medium to large effect sizes, the power of the 
regression analyses were very strong despite the smaller 
sample size. Knapp (1996) declares that statistically 
significant findings with a small sample size are more 
impressive than significant findings with a large sample. 
Eighty subjects was a small sample compared to the criteria 
that a small sample is 100-200 subjects (Knapp, 1996). 
Another potential problem with the multiple regression 
analysis was multicollinearity. Multicollinearity 
interferes with the stability of the estimation of the 
coefficients in the regression equation (Fox, 1991). In the 
pilot study, spiritual perspective and social support were 
found to be related (~ = .39, ~ = <.05). Consequently, the 
issue of multicollinearity was carefully assessed by 
examining tolerance, variance inflation, eigenvalues, and 
condition indexes. 
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Tolerance output was examined as an indicator of the 
proportion of the variance uniquely attributable to an 
independent variable (Pedhazer & Schmelkin, 1991). The 
tolerance results were between .56 and .94, indicating that 
the variables were making unique contributions to the 
variance in the dependent variable (Pedhazer & Schmelkin, 
1991). 
Variance inflation is a direct index of the degree to 
which multicollinearity harms estimation (Fox, 1991). The 
variance inflation factors were relatively low (1.1 to 1.8), 
further support for the unique contribution of each 
variable. However, the eigenvalues and condition indexes 
illuminated potential effects of multicollinearity. The 
largest eigenvalue for the regression with mastery of stress 
as the dependent variable was 5.64 and the next largest was 
0.22. The largest eigenvalue for the regression with health 
as the dependent variable was 6.84 and the next largest was 
1.35. This drop in size indicated near dependencies between 
the independent variables . The condition indexes indicated 
the presence of near dependencies between spiritual 
perspective and social support, stress and conflict, and 
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college and h i gh income. These dependencies may have 
resulted in a data matrix that was ill-conditioned, meani n g 
that small changes in the values of the variables coul d make 
large changes in the regression solution (Tabachnick & 
Fidell, 1989) . 
The ideal situation would have been to have high 
correlations between the independent variables and the 
dependent variable and very low correlations among the 
independent variables (Kerlinger, 1986). However, because 
cross-sectional research cannot control the influence of 
related variables, multicollinearity can be expected to 
exist at least to some degree in most · behavioral science 
research (Berry & Feldman, 1985; Kerlinger & Pedhazer, 
1973). The size of the coefficient of determination for the 
analysis (1- B2 ), the statistical significance of the 
results, and the power increased the investigator's 
confidence in failing to reject Subhypothesis One A and 
rejecting Subhypothesis One B. The resource factors of 
spiritual perspective, social support, a large support 
network, and higher levels of education and income explained 
more of the variance in mastery of stress than did perceived 
stress intensity and interpersonal conflict. The resource 
factors of spiritual perspective, social support, income, 
1 8 8 
and education explained less variance in health as did the 
stress factors of interpersonal conflict, perceived stress, 
and stage of HIV infection. 
Hypothesis 2 
The second hypothesis was as follows: Women who are 
both HIV-seropositive and HIV caregivers report less mastery 
of stress and poorer health than women who are seronegative 
HIV caregivers or women who are HIV seropositive but not HIV 
caregivers. 
The group of seronegative HIV caregivers was eliminated 
from the data analysis. The differences between mastery of 
stress and health for the remaining two groups were in the 
predicted direction (Table 31) . Nonparametric statistics 
are recommended for situations in which the legitimacy of 
parametric analysis is doubtful (Kerlinger, 1986, Knapp, 
1 990). The Mann-Whitney ll was used as a nonparametric 
alternative for comparing the scores of two groups by 
evaluating the medians as the measure of central tendency. 
Since medians are found by ranking scores, the Mann-Whitney 
ll test evaluates whether the mean ranks for two groups are 
significantly different (Green, Salkind, & Akey, 1997 ) . All 
the subjects' scores were ranked with the lowest score 
receiving the rank of 1. Then the scores were divided into 
Table 31 
Means and Medians for Mastery of Stress Scores and for 
Health Scores (N=80l 
Groups within the 
Sample 
Positive, 
Caregiving (n=20) 
Positive, Not 
Caregiving (n=60) 
Total Sample 
(N = 80) 
Health 
M Mdn 
51.00 51.82 
53.51 54.30 
52.88 54.30 
Mastery of 
Stress 
M Mdn 
53.69 54.86 
55.36 56.00 
54.94 56.00 
the two groups and the mean rank was calculated for each 
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group. The higher the mean rank for the group, the higher 
mastery of stress and health. 
Subhypothesis Two A. Women who are both HIV-
seropositive and HIV caregivers report less mastery of 
stress than women who are seronegative HIV caregivers or 
women who are HIV seropositive but not HIV caregivers. The 
mean rank of the women who were both HIV seropositive and 
caregiving was 38.95 compared to the mean rank of 41.02 for 
the other group (Table 32). Using the Mann-Whitney ll test, 
no significant difference in mastery of stress between the 2 
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Table 32 
Summary Table for the Mann Whitney u Test c --- __ _ ___ om:paring Group 
Ranks on Mastery of Stress and on Health: Hypothesis 2 
(N=8 0) 
Test 
Variable 
MASTERY 
OF STRESS 
HEALTH 
Group 
Positive & HIV 
Caregiving 
Positive & No 
HIV Caregiving 
Positive & HIV 
Caregiving 
Positive & No 
HIV Caregiving 
n 
20 
60 
20 
60 
Mean 
Rank 
38.95 
41.02 
36.70 
41.77 
Test Statistic 
ll 569.0 
N = 779.0 
z =-.3445, Q =.73 
ll = 524.0 
N 734.0 
z =-.8451, Q =.39 
groups was found (z = -.34, :p = .73). The subhypothesis was 
rejected. 
Subhy:pothesis Two B. Women who are HIV-seropositive 
and HIV caregivers report poorer health than women who are 
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seronegative HIV caregivers or women who are HIV 
seropositive but not HIV caregivers. No significant 
differences in health between the 2 groups was found (Table 
32). The mean ranks of 36.7 and 41.8 were not significantly 
different (z = -.85, ~ = .39). The subhypothesis was 
rejected. 
Responses to Open-Ended Questions 
Meaning of Spirituality 
Subjects responded to the following question found at 
the end of the Spiritual Perspective Scale: Do you have any 
views about the importance or meaning of spirituality in 
your life that have not been addressed by the previous 
questions? Nine subjects wrote "no" or "not at all" in the 
space provided. The verbatim statements of the women who 
wrote comments were reviewed and organized into broad themes 
as follows: 1) personal beliefs related to spirituality, 2 ) 
importance of spirituality, 3) emotional aspects of 
spirituality, and 4) impact of spirituality on personal 
views of dying and living (Appendix L). 
Most Stressful Aspect of Living with HIV Infection 
The subjects wrote down the most difficult aspect of 
living with HIV infection at the top of the Mastery of 
Stress Instrument. Only three subjects expressed a lack of 
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stress related to the infection. Even in the limi ted space 
provided, the other subjects revealed snapshots of the 
adversity experienced by living with HIV infection. Like 
photographic snapshots, the statements presented a picture 
of a discrete time period from one individual's 
perspective. The statements were treasured as glimpses into 
the lives of women who were willing to share a piece of 
themselves through this research. The verbatim statements 
of the women are included as Appendix M. The reality and 
poignancy of the feelings and thoughts that were disclosed 
were stark reminders of the stressors inherent in living 
with HIV infection. Major areas of stress included stigma 
and secrecy; physical limitations and demands of medical 
treatment; and the emotional responses of self and others. 
Additional Quantitative Findings 
Multiple regression 
The conceptual map for the study indicated a theorized 
relationship between mastery and health. A Pearson product 
moment correlation of .339 (p = .002) supported the presence 
of this relationship. What was not known was whether 
mastery would increase the predictive power of the resource 
factors when regressed on health. A multiple regression 
analysis was done to determine the amount of variance in 
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health explained when mastery of stress was entered with the 
resource factors (R2 = .323, £ = 4.58, £ = .000). A 
previous multiple regression provided the findings as to the 
amount of variance explained in health by the resource 
factors without mastery of stress being included (Rz = 
.324). The difference of .1% in variance did not warrant 
further analysis. 
The relative importance of the independent variables in 
explaining the variance in the dependent variable was 
evaluated by the significance of the I test for the Betas. 
The ~ is the standardized coefficient for each 
independent variable (Green, Salkind, & Akey, 1997). In the 
multiple regression with a dependent variable of mastery of 
stress, the only statistically significant independent 
variables were spiritual perspective and social support 
(Table 28). When health was the dependent variable, the 
only statistically significant independent variables were 
social support and perceived stress intensity. 
Theorized Relationships 
Relationships between the independent variables of 
education, income, size of support network, caregiving 
responsibilities, stage of the infection, social support, 
spiritual perspective, interpersonal conflict, and perceived 
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stress were proposed in the conceptual map of the study. 
The correlations of these variable with the dependent 
variables of mastery of stress and health were presented 
earlier in Tables 26 and 27. However, proposed correlations 
among the independent variables have not been addressed. 
Between variables measured at the ordinal level such as 
education and income, Spearman rank-order correlation 
coefficients were calculated (Porter & Hamm, 1986) . Pearson 
product-moment correlations were calculated between 
variables measured at the interval or ratio level of data. 
Table 33 compares all of the proposed relationships from the 
conceptual map with the actual correlations. 
The proposed relationships between the dependent 
variables and the endogenous variables were all 
statistically significant in the predicted direction. HIV 
caregiving as an exogenous variable was predicted to be 
related to spiritual perspective, social support, perceived 
stress intensity, and interpersonal conflict. None of the 
predicted relationships involving HIV caregiving were found. 
As mentioned in the discussion of Hypothesis Two, the HIV 
caregiving responsibilities identified by the subjects were 
common responsibilities of women, irrespective of 
serostatus. 
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Table 33 
Proposed and Calculated Relationships between Variables in 
Conceptual Map (N=80l 
Variable Proposed 
Relationship 
Mastery of + 
Stress 
(-) 
(-) 
+ 
Health + 
(-) 
+ 
Variable 
Social support 
Interpersonal 
conflict 
Perceived 
Stress 
Intensity 
Spiritual 
Perspective 
Mastery of 
stress 
Perceived 
stress 
intensity 
Spiritual 
perspective 
Actual 
Relationship 
.66*** 
-.35*** 
-.23* 
.35** 
.34** 
-.50*** 
.28* 
Note. * = ~ <.05, ** = ~ <.01, *** = ~ <.001 
table continues ... 
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Table 33 (continued) 
Proposed and Calculated Relationships between Variables in 
Conceptual Map 
Variable 
Perceived 
stress 
intensity 
Social 
Support 
Interpersonal 
conflict 
Spiritual 
perspective 
Proposed Variable 
Relation-
ship 
(-) Social support 
+ 
+ 
(-) 
+ 
+ 
+ 
+ 
(-) 
(-) 
Interpersonal 
conflict 
HIV Caregiving 
Responsibilities 
Spiritual 
perspective 
Support network 
size 
Education 
Income 
HIV Caregiving 
responsibilities 
HIV Caregiving 
responsibilities 
Stage of HIV 
infection 
Note. * = ~ <.05, ** = ~ <.01, *** = ~ <.001 
Actual 
Relation-
ship 
-.31** 
.43*** 
-.20 
-.15 
.34** 
.25** 
.32** 
-.04 
.19 
.01 
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The proposed relationship between perceived stress 
intensity and spiritual perspective was not found. The 
exogenous variable of stage of infection was not correlated 
with spiritual perspective as was proposed. 
Dimensions of health 
The investigator was interested in the relationships 
between the different dimensions of health and the 
independent variables (Table 34). The relationships between 
conflict, stress, and the types of health were negative as 
was expected. Interpersonal conflict and perceived stress 
intensity had the strongest relationships with role-social 
health and mental health. Conflict had statistically 
significant negative relationships with role-social health, 
mental health, and social support. Stress, also 
conceptualized to impact health negatively, had 
statistically significant moderate correlations in the 
predicted direction. 
Summary 
This chapter presented the statistical analysis of the 
data generated from this predictive correlational and 
descriptive comparative study of women living with HIV 
infection (N = 80). The average woman had been living with 
HIV infection for almost 4 years. The support networks, 
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Table 34 
Pearson Product Moment c 1 t' 
-- orre a lons between Dimensions of 
Health. Demographic Variables. and the Independent 
Variables of Spiritual Perspective. Social Support, 
Perceived Stress. Interners 1 c fl' 
---- vonaon let. and Mastery 
Size of the 
Support Network 
Education 
Income 
HIV Caregiving 
Stage of HIV 
Infection 
Age 
Months since Dx 
Spiritual 
Perspect. 
Social Support 
Conflict 
Stress 
Mastery 
Physical 
Health 
-.13 
.21 
.31** 
.09 
-.27* 
-.06 
.10 
.28* 
.41*** 
-.28* 
-.24* 
.28* 
R-Social 
Health 
Perc. 
Health 
Mental 
Health 
-.01 -.02 -.16 
.34 .16 .35*** 
.48*** .49*** .37*** 
.10 .04 -.05 
-.14 -.28* -.02 
.06 .07 .21 
.10 .11 .10 
.27* .24* .15 
.46*** .33** .40*** 
-.39*** -.26* -.53*** 
-.38*** -.36*** -.63*** 
.35** .20 .31** 
Note. * = ~ <.05, ** = 12 <.01, *** = 12 <.001 
infection manifestations, and demographic characteristics 
were described. The findings related to the concepts were 
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discussed, including the satisfactory performance of the 
instruments with this sample. Hypothesis One was partially 
supported with resource factors being stronger predictors of 
mastery of stress than the stress factors. In the 
prediction of health, there was not a significant difference 
between the inrluence of resource factors and stress 
factors. Hypothesis Two asserted that seropositive women 
who were HIV caregivers would have lower levels of mastery 
of stress and of health than seropositive women who were not 
involved in HIV caregiving. Hypothesis Two was rejected. 
Responses to open-ended questions were reviewed for glimpses 
into the human aspects of living with HIV infection. 
CHAPTER FIVE 
SUMMARY OF THE STUDY 
Women living with HIV infection were the focus of this 
cross-sectional study. The impact of the resources of 
social support and spiritual perspective and the stress 
factors of interpersonal conflict and perceived stress 
intensity on mastery of stress and health were described. 
Differences in mastery of stress and health due to 
caregiving responsibilities were explored. This chapter 
summarizes the study and provides a discussion of the 
findings. Conclusions, implications for nursing, and 
recommendations for future study are also presented. 
Summary 
Four premises supported the need for the study. First, 
few research reports had been published concerning the 
psychosocial factors in HIV infection in women. Secondly, 
more women were living with HIV infection, especially 
minority women. The third premise was the unknown impact of 
caregiving on women who were seropositive. Women have 
traditionally had the double responsibility of continuing 
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routine housework while assuming the care of sick family 
members. Finally, personal and environmental resources had 
been shown to influence the progression of the disease and 
quality of life in other life-threatening illnesses: It was 
not known if this was true for HIV infection in women. 
The theoretical framework for the study was based on 
Lazarus and Folkman's cognitive transactional theory of 
stress (1984) and Younger's theory of mastery (1991). The 
conceptual map for the study was developed by the 
investigator using selected variables from these theories. 
A predictive correlational design was used to test the 
first hypothesis that personal and environmental resources 
exerted a greater influence on the mastery of stress and on 
the health of women living with HIV infection than did 
stress factors. The personal resources included in the 
study were education, income, support network, social 
support, and spiritual perspective. The stress factors 
studied were interpersonal conflict, stage of the infection, 
caregiving responsibilities, and perceived stress intensity. 
The second hypothesis tested whether women who were HIV 
seropositive caregivers experienced mastery of stress and 
health to a less degree than women who were HIV seronegative 
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caregivers or women who were HIV seropositive but not caring 
for another person who was also. 
Data collectors who knew the serostatus of HIV 
seropositive women were recruited in 16 cities in 10 states. 
Over a two year period, research packets were completed by 
20 women who were seropositive and caring for another person 
who was seropositive, 60 women who were seropositive, but 
not caring for someone else who was seropositive, and 5 
women who were seronegative but caring for someone who was 
seropositive. The third group was too small for meaningful 
data analysis and was eliminated from further consideration. 
The packet of research instruments contained a Demographic 
Questionnaire, the Interpersonal Relationship Inventory 
(Tilden et al., 1990b), the Spiritual Perspective Scale 
(Reed, 1986), the clinical version of the Mastery of Stress 
Instrument (Younger, 1993), and the Medical Outcomes Study 
Short-Form Health Survey (Stewart et al, 1988). 
The average age of the women was 35.8 years old. The 
sample was heterogenous for race, marital status, income, 
and education. The 80 women in the study had been living 
with HIV infection for an average of 45.87 months. 
Heterosexual contact was the primary mode of transmission 
followed by intravenous drug use. Forty-nine women reported 
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other infections and disease symptoms since being diagnoses 
as being HIV positive. Of these women, thirty reported 3 or 
more infections or an infection that would be diagnostic for 
AIDS. 
The majority of the caregiving women (n =14) were 
caring for husbands or lovers. The most frequently reported 
caregiving activities involved food preparation and 
housework. Fewer women were involved in care related to 
illness such as administering medications or treatments. 
The support networks of the women ranged in size form 1 
to 24 persons. The majority of the people listed were 
extended family members. Children were included in the 
support networks of 41 women (51.3%). Living alone was the 
household situation for 22 women and 22 women had no 
relatives living within 50 miles. 
Instruments used in the study were evaluated on their 
performance in this sample. Reliability estimates were 
calculated for each instrument to evaluate internal 
consistency. Frequency statistics were used to describe 
each concept. The Interpersonal Relationship Inventory 
contained the Support and Conflict Scales. Cronbach's alpha 
coefficients were .90 and .74 respectively. Social support 
ranged from 28 to 65 with a mean of 52.1. Interpersonal 
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conflict had a lower mean of 38 with a range of 16 to 62. 
The Spiritual Perspective Scale had an alpha coefficient of 
.90. Spiritual perspective had a range of 2.07 to 6.0 and 
mean of 4.97. The Mastery of Stress Instrument contained a 
Stress Scale and four shorter scales that were summed to 
give a mastery score. Perceived -stress intensity ranged 
from 10 to 50 with a mean of 30.12. The Stress Scale 
performed reliably with a standardized alpha coefficient of 
.86. Mastery of stress ranged from 27 to 75, with a mean of 
55.0. Cronbach's alpha coefficient for the MSI was .86. 
The transformed SF-10 Health Survey scores had a range of 
17.42 to 86.5 on a 100-point scale. The reliability 
estimate for the total scale was .90. 
The data from the two groups were analyzed to address 
the first hypothesis using multiple regression. The 
assumptions of multiple regression were met to a 
satisfactory degree for descriptive research. Hypothesis 
One was partially supported with resource factors explaining 
a greater proportion of the variance in mastery of stress 
than did the stress factors. However, resource factors did 
not explain more of the variance than stress factors when 
the dependent variable was health. The second hypothesis 
was rejected based on the findings of the Mann Whitney ll. 
2 05 
Review of written responses to the item about the most 
stressful aspect of living with HIV infection revealed the 
themes of 1) stigma, shame, and secrecy; 2) death and dying; 
3) emotional, physical, reproductive, and financial 
limitations; 4) uncertainty and distress related to physical 
symptoms; 5-) the emotional roller coaster; and 6) - the -impact 
of the illness on significant others. 
Discussion of Findings 
In this section, the demographic and infection 
characteristics of the sample are compared to statistics 
compiled by the Center for Disease Control. Findings are 
discussed for the two hypotheses in light of other research 
and anecdotal reports of the experiences of women living 
with HIV infection. 
Character i stics of the Sample 
~ The mean age fell within the childbearing years, 
defined as 25 to 44 years. According to the CDC (1996), 85 % 
of the women with AIDS are of childbearing age. While the 
sample included women who had not been diagnosed with AIDS, 
the women were similar to the national statistic with 88% of 
the women's ages being between 25 and 44 years. 
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Race. Minority women are disproportionately affected by 
the HIV epidemic with 75 % of the women with AIDS being 
Hispanic, African-American, or mixed ethnicity (CDC, 1996). 
The sample contained 41 women of color (51 %), including 33 
women who were black. While not matching the national 
ratio, the credibility of the study was enhanced by the 
inclusion of minority women. 
The few number of Hispanic women in the study may have 
been due to the inclusion criteria of reading and speaking 
English. Researchers who translate instruments into Spanish 
and used bilingual data collectors have successfully 
included Hispanic women at risk for AIDS in studies 
(Nyamathi, Bennett, Leake, Lewis, & Flaskerud, 1993). 
Sociocultural factors have been found to influence the 
acceptance of information and the adoption of behaviors 
essential to AIDS prevention (Airhihenbuwa, DiClemente, 
Wingood, & Lowe, 1992; Diaz, Buehler, Castero, & Ward, 1993; 
DiClemente & Wingood, 1995; Kline, Kline, & Oken, 1992; 
Nyamathi, 1992; Nyamathi & Vasquez, 1989; Nyamathi, Leake, 
Flaskerud, Lewis, & Bennett, 1993). The same sociocultural 
factors influence how HIV seropositive women experience the 
infection and must be considered in designing programs and 
interventions to facilitate coping. 
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Income. While men experience poverty and isolation due 
to living with HIV infection, women are more likely to be 
living with poverty and isolation prior to the diagnosis 
(Patton, 1994). Household incomes of less than $10,000 per 
year were reported by 47% of the women. The sample also 
included women with household incomes greater - than $50,000 
per year (6%). The heterogeneity of income was attributed 
to the inclusion of private physician's offices, self-help 
groups, community agencies, and tax-supported health care 
services. 
Education. Dublin, Rosenberg, and Goedert (1992) 
reported an increase in high risk sexual behaviors as formal 
education decreased. Researchers in a study with 
seropositive subjects found lower levels of educational 
attainment to be associated with lower health scores, 
especially social functioning and mental health (Watchel et 
al., 1992). Over half of the women were well-educated with 
42 women reporting completion of college courses. Women who 
experienced difficulty in reading would have been less 
likely to complete the packet. The incorrect grammar and 
spelling of some written responses to the open-ended 
questions were expected considering that almost 17% of the 
women had not completed high school, including five who did 
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not advance beyond the eighth grade. Similar to income, the 
heterogenous education reflected the diverse data collect i on 
sites. 
Marital status. About 25% of the women were single and 
about 22% were in committed relationships. The remaining 
women had experienced the loss of a significant other 
through divorce, separation, or death. The effects of 
losing a partner have been studied in men with AIDS and 
found to have no detectable impact on immunological function 
(Kemeny et al, 1994). However, the emotional ramifications 
of the loss of a significant other are more difficult to 
quantify. Interestingly, 37 women included husbands, 
boyfriends, or lovers in their lists of important people. 
The number indicates that at least some of the women who had 
lost a significant other were again in loving relationships. 
Employment. Employment provides more than income; it 
provides an opportunity to interact with other people. 
Employed women in one study were found to have more stress 
but higher social support than women who were not employed 
(Tilden et al., 1994). Sharts-Hopka et al. (1996) found a 
negative relationship between social support and the length 
of time since employment in women who were HIV seropositive. 
Seropositive women were found to be more likely to be 
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depressed than seropositive men. The same researchers 
reported a greater proportion of the unemployed were 
depressed (Belkins et al., 1992). Thirty-three women i n 
this study were unable to work, a factor that puts them at 
risk for depression and lower levels of social support. 
Only three of the HIV seropositive caregivers were 
employed compared to 27 of the seropositive noncaregivers. 
Caregiving may demand time and energy that would be given to 
a job. There was a significant difference between the 
groups in the area of employment. 
On the list of caregiving activities, 10 of the 
seropositive caregivers indicated that they worked to make 
money to pay bills, compared to the three who had indicated 
that they were employed. This incongruence may reflect 
caregivers who were not working at the time of data 
collection but in the recent past had contributed to the 
household income. Future studies need to gather addit i onal 
information about employment, including the time since 
working if currently unemployed or unable to work. 
Infection Characteristics 
The most frequently reported mode of transmission in 
the United States for women is intravenous drug use 
accounting for 41% of female AIDS cases (Guinan & Leviton, 
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1995). Only 10 % of the sample reported intravenous drug use 
as the single mode of transmission. Another 9 % of the women 
identified both intravenous drug use and heterosexual 
contact as the mode of transmission. Heterosexual contact 
was the prevalent mode of transmission for the women, a · 
trend that has been reported in other- studies and nationally 
(Rose & Clark-Alexander, 1996; CDC, 1997). 
Infections since HIV diagnosis were reported by 49 
women with an average of 2.7 infections per woman. The 
disease was progressing. However, the women in this study 
had lived with HIV infection for as long as 10 years, with 
an average approaching 4 years. For one cohort of 
seropositive women, Sha et al. (1995) reported survival time 
from HIV diagnosis to death as being greater than 59 months 
if in a clinical trial and 39 months if not. 
Whether women die sooner with AIDS than men has been 
the subject of much scientific debate. No biological or 
pathological reasons for more rapid progression of the 
disease in women has been found (Melnick et al., 1995). Any 
differences in survival are attributed to other factors, 
such as being diagnosed later in the course of the 
infection, differential access to health care and 
socioeconomic conditions (Hankins & Handley, 1992; Sha et 
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al., 1995). Inpatient hospital mortality was found to be 
the same for men and women with HIV/AIDS in a study with 
over 10,000 subjects (AHCPR, 1995). Given appropriate 
access to health care, women can expect to live many years 
with HIV infection. HIV infection should be considered a 
chronic illness (Anastasio et al, 1995) instead of a death 
sentence. 
Stresses of HIV Infection 
No published research reports were found that used the 
clinical version of the Mastery of Stress Instrument (MSI). 
The scores reported for the longer version were transformed 
to be proportionate to the shorter scales for comparison. 
The women in the study had high levels of stress (M = 30.1). 
Younger, Marsh, and Grap (1995) found lower levels of stress 
in men with coronary artery disease. Their sample was 
composed of Caucasian men over the age of 50 years. Younger 
(1993) reported on the psychometric testing of the 
instrument with a diverse sample (combined N >800). The 
women in this study reported higher levels of stress than 
subjects in any of the other studies using the MSI. 
Caregiying 
The stresses of women who are seropositive caregivers 
have been studied in the context of motherhood (Rose & 
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Clark-Alexander, 1996; Andrews, 1995). Only two women in 
the study selected "motheru as their relationship with the 
care recipient. This was surprising because one of the data 
collection sites was a pediatric AIDS clinic. In contrast, 
a large number of women listed children in their support 
networks. Children under the age of 16 years were included 
in the support networks listed by 38% of the women in a 
study done by Andrews et al. (1993). Children listed by the 
women in this study could have been older than 16 so the 
results are fairly similar. 
Concerns about children often take precedence over 
personal health in women with HIV infection (Rose, 1993). 
This is not unique to women who are HIV seropositive. 
Tappler (1996) found health promotion behaviors of healthy 
mothers to be limited by family demands and the needs of 
children. Schable et al. (1995) studied 541 HIV infected 
women who had been pregnant since 1977 and found 46% of the 
mothers functioning alone as the primary caretaker. "Caring 
for children" was perceived as being burdensome, even when 
the children were not in the home (Anastasio et al., 1995). 
Mothering infringes on the time and energy needed for self 
care (Semple et al., 1993). Being a mother as well as 
living with HIV infection complicates family functioning and 
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has critical implications for the mental health of children 
in affected families (Niebur et al., 1994; VanDyke, 1991). 
The most frequently reported relationship with the care 
recipient was being a wife. The poor health of a 
seropositive spouse and the demands of treatment are 
stressful (Semple et al., 1993). Among seropositive 
homosexual men, caring for a seropositive partner has been 
seen as being especially stressful because the caregivers 
lives with a daily reminder of his own fate (Anderson, 1994; 
Brown & Powell-Cope, 1991; Herth, 1993). Women caring for a 
seropositive husband are in a similar situation. 
Interpersonal Conflict 
Women in the study scored lower on conflict than on 
support. However, scores on the Conflict Scale are 
consistently lower than scores on the other IPRI scales 
(Tilden et al., 1990b). The levels of conflict reported by 
the women in this study (M = 38.0) were slightly lower than 
those found in the investigator's pilot study {M=40.1). 
Conflict scores in this sample were higher than those 
reported during psychometric testing of the instrument for 
all groups (means from 32 to 37) except for women living in 
a shelter for battered women (M =48.2) (Tilden et al., 
1990b) . Gender and age possibly contributed to the higher 
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since women typically scored higher than men on the scale 
and conflict was found to be higher for persons · ages 30 to 
39 years (Tilden et al., 1990b). 
Social Support 
In contrast to other reports of HIV seropositive women 
having low levels of social support (Melnick et al., 1995; 
Pergami et al., 1993), the women in the sample had 
relatively high social support scores (M =52.11). Means 
reported during psychometric testing ranged from 39.6 to 
56.3 (Tilden et al., 1990b). Social support has been 
described as a resource essential to "doing well with AIDS" 
(Gloersen et al., 1993), as associated with hardiness 
(Nicholas & Webster, 1993), as a buffer for stress (Andrews 
, 1995). Despite poverty and stigma, women can and do cope 
with the stresses and live for many years with HIV infection 
if they have "caring others" (Andrews, 1995, p. 40). 
"Social support seems linked to health although no one is 
quite sure how" (Green, 1993, pg. 90) . 
Social support was found to be related to the size of 
the support network (~ = .34, ~ =.001), but not to the 
number of people living in the household nor the number of 
relatives living within 50 miles. Months since diagnosis 
had a small, but statistically significant correlation with 
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social support (L =.28, n =.013). These findings suggest 
women may have developed the resource of social support over 
the course of the illness. 
Spiritual Perspective 
Spirituality has been repeatedly noted as being crucial 
in coping with HIV infection. Subjects in this study had 
higher levels of spiritual perspective (M=4.99) than the 
subjects in the pilot study {M=4.24)-. The pilot study 
subjects had lower levels of income and education, factors 
shown in other studies to influence perceptions of spiritual 
perspective. Women tend to score higher on the SPS than men 
and gender was correlated with scores · especially in a sample 
of terminally ill persons (Reed, 1986; Reed, 1987). The 
subjects' scores were similar to those reported by Kaye and 
Robinson (1994) in their study of wives over age 60, half of 
whom were caring for an ill husband. 
The women reported praying or meditating on an average 
that fell between once a week and once a day (item mean 
5.2). Prayer was a coping mechanism for Hispanic women who 
were at high risk for HIV infection because God was seen as 
their only hope (Nyamathi & Vasquez, 1989) . Prayer and 
meditation were reported to be related to hardiness in a 
study of HIV-infected men (Carson, 1993) . Because it is 
readily available, prayer can be recommended for women 
living with HIV infection who express spiritual needs. 
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Forgiveness was an important issue for the women in the 
study (item mean 5.3). Guilt may be a spiritual issue for 
person who are HIV seropositive when previous lifestyle 
choices put them at high risk for contacting the virus 
(Locke, 1989; Presti, 1990). Forgiveness is the antidote 
for guilt and its importance for these women indicated a 
previous experience with guilt. 
Mastery of Stress 
In light of the stressful experiences they described, 
one might expect the women to have limited mastery of 
stress. Even within these stressful situations, the women 
were experiencing high levels of mastery (M=54.9) compared 
to men with coronary artery disease (M = 51.9) (Younger et 
al., 1995). During instrument testing, subjects achieved a 
mean of 56.2, but few identified stressful events related to 
illness (Younger, 1993). The women in this study were 
dealing with a stressful experience that was on-going 
compared to other subjects who were retrospectively thinking 
about an event. 
Results in other studies using the MSI with persons who 
were HIV seropositive were not found. Other indicators of 
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successful copi ng with the illness have been used, such as 
quality of life (Rose & Clark-Alexander, 1996), · low levels 
of depression (Fleishman & Fogel, 1994; Kelly et al., 1993 ) , 
psychosocial adaptation (Korniewicz et al., 1990), and 
perceived self-efficacy (Sharts-Hopka et al., 1996). 
Health 
The health of the women in the sample was much lower 
than the published norms. The sample's mean of 58.8 on the 
physical functioning scale represented the 14.8 percentile 
in the general U.S. population (N =2,474). Role/social 
functioning, perceived health, and mental health were also 
low compared to the general population (Ware, 1993). The 
scores of the women were well below the 25th percentile 
scores reported for women 65 years and older. A fairer 
comparison of their health scores was made with the scores 
of persons living with multiple health problems. The scores 
of the women rarely reached the 50th percentile of scores 
for persons with clinical depression, osteoarthritis, or 
hypertension. 
The mental health scores of the women were of 
particular concern. In norms based on women being seen by a 
mental health provider, the mean score on the mental health 
scale ranged form 49.35 to 54.0 with the scores increasing 
with age. This sample's mean (M = 46) fell below means 
reported for women seeking psychiatric care. Other 
researchers have also expressed concerns about the mental 
health of women living with HIV infection (Rose & Clark-
Alexander, 1996; Sharts-Hopka et al., 1996). 
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Three studies using MOS health surveys with HIV 
seropositive persons were found. A sample of persons in the 
early stages of HIV infection (N = 117, 97% male) were 
healthier than the women in this study on all comparable 
dimensions of health (Wu et al., 1991). One could conclude 
that these women were in later stages of the infection as 
evidenced by the number reporting infections since 
diagnosis. 
Tsevat et al. (1996) described the health status of 
subjects in a Harvard study as "compromised"(N = 139). Their 
scores were a standard deviation higher than those of the 
women in this study. The Harvard study had less than 5 
female subjects. The norms for women are lower than the 
norms for men (Ware, 1993). While the predominantly male 
sample would be expected to have higher scores, the size of 
the discrepancy was startling. 
The presence of symptoms was the strongest indicator of 
less health in another study that included SS . HIV 
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seropositive women (Watchel et al., 1992). The subjects in 
Watchel et al.'s study were recruited from 11 sites. 
Fortunately, scores on the MOS scales were separated by 
gender in the article. The reported scores for the women 
were very similar, with the women in this study scoring 
higher on role and social functioning. 
Hypothesis 1 
The findings partially supported the first hypothesis. 
Personal and environmental resources explained more of the 
variance in mastery of stress than did the stress factors of 
interpersonal conflict and perceived stress intensity. 
Interpersonal conflict and perceived stress intensity 
explained a great deal of the variance in health. These 
findings are consistent with the themes of mastery and 
health in the midst of illness identified by qualitative 
studies with long-term survivors of AIDS (Barroso, 1993; 
Barroso, 1995) and persons doing well with AIDS (Gloersen et 
al., 1993). 
Hypothesis 2 
The second hypothesis proposed that women who were both 
seropositive and caring for someone else who was also 
seropositive would experience mastery of stress and health 
to a less degree than women who were seropositive but not 
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caregiving and women who were seronegative but caregiving. 
The hypothesis was rejected. The lack of detectable 
differences in mastery of stress and in health between the 
naturally-occurring groups of women has at least three 
possible explanations. 
The majority of the caregiving activities done by the 
women who were seropositive were not specific to caring for 
an ill family member. Preparing food, cleaning house, 
listening when the person is upset, and providing 
psychological support were identified by at least 80% of he 
seropositive caregivers. Many, and very likely most, of the 
women in the seropositive noncaregiver group were involved 
in the same activities. Because the most frequently 
reported caregiving activities were common to both groups, 
group differences may have been attenuated. 
A second explanation was related to the methodology of 
the study. The few number of women in the caregiving groups 
increased the likelihood of a Type II error. Based on a 
priori power analysis, the study had originally planned for 
60 subjects in each group. Another threat to validity was 
sampling as a combination of recruitment and self selection. 
Appropriately, data collectors did not solicit the 
participation of women who were acutely ill or upset or 
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whose family members were acutely ill. Of necessity, the 
caregivers who participated were likely healthier and coping 
better than women who did not participate, again diminishi ng 
group differences. 
The third explanation is theoretical. A major 
proposition of the cognitive transactional theory of stress 
is the importance of appraisal in mediating outcomes of 
stressful situations (Folkman, Lazarus, Gruen, & DeLongis, 
1986). Younger (1991) theorized that mastery was contingent 
upon the individual revising inner models of self. The 
second hypothesis was incongruent with these theoretical 
underpinnings. Theoretically, a woman's internal appraisal 
of having HIV infection would determine how well a women 
coped (Regan-Kubinki & Sharts-Hopka, 1992), rather the 
external factor of HIV caregiving responsibilities. 
The two hypotheses were actually incongruent with each 
other. Caregiving was associated with increased stress and 
interpersonal conflict. The first hypothesis asserted the 
greater contribution of resource factors to mastery of 
stress and to health. If the first hypothesis is true, the 
second would not be true. 
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Responses to Open-Ended Questions 
The responses to the open-ended request to write the 
most difficult aspect of living with HIV infection were 
reviewed and major stressors identified. The literature 
supported the themes. The stress related to the theme of 
stigma, shame, & secrecy has been reported in studies done 
by Andrews (1995), McCain and Cella (1995), Siegal and 
Krauss ( 1991) , and Semple et al. ( 1993) . Concerns about 
death and dying were discussed in research reports shared by 
Brown an Powell-Cope (1993); Carmack (1992); and Gaskins and 
Brown (1992). Emotional, physical, reproductive, and 
financial limitations were discussed by O'Brien and Phieffer 
(1993); Anastasio et al. (1995); Brown and Rundell (1993); 
and Baigas-Smith et al. (1995). The uncertainty and 
distress related to physical symptoms have been described by 
Longo et al. (1990) and Semple et al. (1993). Emotional 
reactions to the illness, called the ~emotional roller 
coaster" by one of the women in the study, have also been 
discussed in numerous studies (for example: Anderson, 1995; 
Kennedy, Skurnick, & Foley, 1995). Concern about the impact 
of the illness on significant others was evident in studies 
with HIV seropositive mothers (Andrews et al., 1993). 
Anticipatory concern for the impact an HIV diagnosis would 
have on their children was found in a study with Hispanic 
women at high risk for HIV infection (Nyamathi & Vasquez, 
198 9) . 
Conclusions 
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Research and philosophical reasons necessitated the use 
of caution when developing the conclusions. The cross-
sectional research design and nonrandom sample made 
generalization inappropriate. Causality could not be 
inferred from the relationships found between the variables 
because all measurements were made at the same time (Burns & 
Grove, 1993). As nonexperimental research, the validity of 
the study was threatened by self selection (Kerlinger, 
1986). 
Philosophically, each women who generously and 
courageously participated in the study was valued as a 
unique and changing human being. Conclusions are offered 
with the realization that any women in the study might be an 
exception. 
1. Living with HIV infection is stressful, but in the 
midst of a stigmatized illness, women can experience mastery 
of stress. 
2. Social support and spiritual perspective were found 
to be positive influences on mastery of stress. 
Interpersonal conflict and perceived stress intensity had 
the expected negative effects on health. 
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3. Individual differences in the perception of HIV as a 
stressor and the availability of personal and environmental 
resources had a greater impact on mastery of stress and · 
health than did carrying for another person who was HIV 
seropositive. 
4. The degree to which a woman experienced social 
support was related to the size of the support network. 
5. The heterogeneity of the demographic characteristics 
of the women was a reminder that HIV infection affects 
people in all walks of life. 
6. Confronted with a potentially life threatening 
disease, many women living with HIV infection either develop 
or utilize pre-existing spiritual resources. 
7. Forgiveness was an important aspect of spirituality 
for the women in the study. Future research related to 
spirituality in HIV infection should explore the concept of 
forgiveness. 
8. Women in the study experienced diminished health. 
The number and type of infections and conditions reported 
since diagnosis did not prepare the investigator for the 
health scores of the women being lower than the normed 
scores of older women and women with comorbidity. Mental 
health scores were especially low. 
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9. The researcher found AIDS-care professionals willing 
to participate in research as data collectors. However, 
they described excessive work demands and emotional fatigue 
as hindrances to participating as a data collector. 
Implications for Nursing 
Women living with HIV infection have unique concerns 
and needs. Specialists in AIDS-care have designed and 
implemented programs especially for women. However, due to 
longer survival times, nurses in all settings will encounter 
women living with HIV infection. The findings of this study 
and others with seropositive women need to be disseminated 
across specialities and incorporated into the curriculum of 
nursing programs. 
Clinical assessment of women living with HIV infection 
should include questions about social support, spirituality, 
interpersonal conflict, and the perception of stress. 
Psychosocial care should not be viewed as an adjunct to 
physical care, but as the major focus of care for persons 
who are seropositive (Rose & Clark-Alexander, 1996). 
Timidity and lack of knowledge related to psychosocial and 
spiritual interventions can no longer be tolerated in light 
226 
of how important these factors are to women living with HIV 
infection. 
Situational indicators are at best an indirect measure 
of the stress being experienced. Nurse must elicit the 
stories of women living with HIV infection and individuali ze 
interventions. "Just" listening may be a powerful 
intervention, especially for women who have been 
marginalized in society. Some women living with HIV 
infection need to be taught healthy replacements for stress 
management strategies they have used in the past, such as 
intravenous drug use and denial. Other women have 
successfully dealt with multiple stressors and need to be 
reminded of the benefits of stress management techniques 
they have used in the past. 
Women who are infected will often be caring for others 
who are also seropositive. Because they may place the needs 
of others before their own, behavior modification related to 
health practices may be more successful when framed as being 
beneficial to other family members. 
Nurse scholars have made significant contributions to 
the effectiveness of interventions used with other life-
threatening illnesses such as cancer and diabetes. While 
eliciting somewhat similar reactions, living with HIV 
22 7 
infection involves the additional challenges of stigma and 
secrecy. Nurse scholars in HIV care may experience some of 
the same stigma. The secrecy surrounding the infection 
demands creative sampling methods and may require a 
continuous presence in a clinical agency to overcome the· 
mistrust of potential subjects. Nurse scholars are needed 
who will be as courageous and committed as the women living 
with the infection. 
Recommendations for Future Studies 
1. Because of the difficulty in obtaining a sample of 
adequate size when studying this population, researchers 
need to consider formal data collection agreements with 
clinical centers treating larger numbers of seropositive 
women. Psychosocial factors in HIV infection in women could 
be incorporated into clinical trials and other large multi-
site, funded studies. The difficulty in accessing HIV-
infected subjects can be diminished through collaboration 
between academic and service institutions (Regan-Kubinski & 
Sharts-Hopka, 1997) . 
2. Funding for future studies should include resources 
to reimburse women who participate either as subjects or 
data collectors. While sharing oneself goes beyond any 
monetary compensation, reimbursement would demonstrate the 
investigator's acknowledgment of the personal and 
professional value of the women. 
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3. Replication of the study with a sample composed of 
both men and women living with HIV infection could clarify 
gender differences in coping. 
4. Clinical markers of disease progression such as CD4 
counts and viral loads should be included in future studies 
to supplement self-report of health status. 
5. Longitudinal studies could illuminate how women 
develop mastery of stress following HIV diagnosis and over 
the course of the infection. The nature and timing of 
nursing interventions to facilitate mastery of stress could 
be tailored to meet the special needs of women and their 
children. 
6. Valuable information with implications for nursing 
practice could be gained by gathering data in future studies 
about participation in support groups or spiritually-focused 
organizations and use of alternative therapies. 
7. The insights gained about the experience of living 
with HIV infection from the open-ended questions in this 
study convinced the investigator that future studies should 
incorporate both qualitative and quantitative methodologies. 
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This approval is valid for one year from this date. Thereafter, continued approval is cont ingent upon the 
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Dear Ms . Gray: 
On April 29, 1996, the Institutional Review Board considered the 
above-referenced study and approved the protocol as submitted . The 
annual review of this study is scheduled for April 1997. 
The HHS regulations require you to submit annual and term i nal 
progress reports to our Institutional Review Board and to receive 
continuing rev1ew of your activity annually by this Board. Please 
report to the Board any deaths or adverse reactions occurring 
during the study. It is required that you keep the IRB informed of 
such eve nts in order to prevent sanctions being placed on the 
i nstltution. Furthermore, if you require a modification to this 
protocol contact me in order that appropriate review and approval 
can be made prior to implementing the change . 
If you have any questions related to this protocol or to the 
Institutional Review Board please contact me at 648-2258 or Ro~elle 
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Sincerely, 
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Associate Dean for ' Research 
Chairman 
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Thank you for agreeing to be part of this study. 
The packet you are holding is thick because it contains several 
different surveys. Some pages only have a few questions. Please 
answer all the questions you can. 
The information you provide will be confidential and used to help us 
better understand how to help you. 
Demographic Questionnaire 
Please answer these questions about yourself to help us 
understand how being infected with the human 
immunodeficiency virus (HIV) has affected you. HIV is the 
virus that can lead to AIDS. 
If you have had a blood test that was positive for 
HIV, please answer the Questions 1 through 4. If 
you have not had a positive blood test, please 
skip to Question 5. 
1. How do you think you were infected by HIV? Check all of 
the answers that are true for you. 
Exposed to contaminated blood products. 
Sex with a person of the opposite sex. 
Used contaminated equipment to inject drugs 
into my blood. 
Another way- please write down how you were 
infected. 
2. When do you think you were first exposed to HIV ? Please 
give the month and the year. 
3. When did you first test positive for HIV ? Please give 
the month and the year. 
4. Have you had any other infections or illnesses since 
being diagnosed as HIV positive ? 
Yes 
No 
*If yes, please list the infections and/or illnesses that 
you have had in the space below. 
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DEMOGRAPHIC QUESTIONNAIRE (CON) 
5. Check which income level best describes the income of the household where you live . 
$50,000 or more 
$35,000 to 49,999 
$25,000 to 34,999 
$20,000 to 24,999 
$15,000 to 19,999 
$10,000 to 14,999 
$5,000 to 9,999 
Under $5,000 
6. Do you live in the same household of a person other than 
yourself who has had a positive blood test for HIV? 
7. Check 
Yes. Go to Question 7. 
No. You are finished with this part. Skip to 
the next questionnaire. 
the phrase describing your relationship with the 
other person who is HIV positive. 
I am the HIV-positive person's mother. 
I am the HIV-positive person's wife. 
I am the HIV-positive person's sister. 
I am the HIV-positive person's lover. 
I am the HIV-positive person's friend. 
I am the HIV-pos i ti ve person's 
(write in a word) 
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DEMOGRAPHIC QUESTIONNAIRE (CON ) 
8. Check any of the following things that you do for the 
other person who is HIV positive. Check all that appl y . 
Prepare food. 
Clean house. 
Help with personal care. 
Provide transportation. 
Provide psychological support. 
Plan fun things to do. 
Listen to them talk when they are upset. 
Give them medicine or treatments. 
Shopping. 
Work to make money to pay the bills. 
Provide spiritual support. 
Take them to see the doctor or other health care 
person. 
· Other activities that I do for the person who is HIV 
-----positive are ....... Please List Below 
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Code No. ___ _ 
SPIRITUAL PERSPECTIVE SCALE 
Introduction and Directions: A person's spiritual views may be an important part of their life . In general , 
spirituality refers to an awareness of one's inner self and sense of connection to a higher being, 
nature, others, or to some purpose greater than oneself. I am interested in your response to 
the questions below. There are no right or wrong answers, of course. Answer each question to 
the best of your ability by marking an "X" in the space above that group of words which best 
describes you . 
1. In talking with your family or friends, how often do you mention spiritual matters? 
Not at all Less than 
o nce a 
year 
About once 
a year 
About once 
a month 
About once 
a week 
About once 
a day 
2. How often do you share with others the problems and joys of living according to your spiritual 
beliefs? 
Not at all Le~~ than 
once a 
year 
About once 
a year 
About once 
a month 
3. How often do you read spiritually-related material? 
Not at all Less than 
once a 
year 
About once 
a year 
About once 
a month 
4. How often do you engage in private prayer or meditation? 
Not at all Le~~ than 
once a 
year 
About once 
a year 
About once 
a month 
About once 
a week 
About once 
a week 
About once 
a week 
About once 
a da y 
About once 
a day 
About once 
a day 
Directions: Please indicate the degree to which you agree or disagree with the following statements by 
marking an "X" in the space above the words which best describe you. 
5. Forgiveness is an important part of my spirituality. 
Strongly 
Dl.sagree 
Dl.sagree Disagree 
more than 
agree 
I 
Agree more 
than 
disagree 
Agree Strongly 
Agree 
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6 . I seek spiritual guidance in making decisions in my everyday life. 
Strongly 
D1 sagree 
D1sagree D1sagree 
more than 
agree 
7. My spirituality is a significant part of my life. 
Strongly 
D1sagree 
D1sagree Disagree 
more than 
agree 
Agree more 
t:han 
d1sagree 
Agree more 
than 
d1sagree 
Agree 
Agree 
Stror.gly 
Agree 
Strongly 
Agree 
8. I frequently feel very close to God or a "higher power'' in prayer, during public worship, or at 
important moments in my daily life. 
Strongly 
D1sagree 
D1sagree Disagree 
more than 
agree 
Agree more 
than 
disagree 
9. My spiritual views have had an influence upon my life. 
Strongly 
Disagree 
Disagree Disagree 
more than 
agree 
Agree more 
than 
disagree 
Agree 
Agree 
St:rongly 
Agree 
Strongly 
Agree 
10. My spirituality is especially important to me because it answers many questions about the 
meaning of life. 
Strongly 
D1sagree 
Disagree Disagree 
more than 
agree 
Agree more 
than 
disagree 
Agree Strongly 
Agree 
Do you have any views about the importance or meaning of spirituality in your life that have not been 
addressed by the previous questions? 
Thank you very much for answering the questions. 
~Reed, 1986 
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Appendix I 
The Interpersonal Relationship Inventory 
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INTERPERSONAL 
RELATIONSHIP 
INVENTORY© 
Short Form 
Virginia P. Tilden . DNSc. RN. FAAN 
Office of Research Development & Utilization 
Oregon Health Sciences University 
3181 SW Sam Jackson Park Road 
Portland . Oregon 97201 
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' I· 
I 
'I 
INTERPERSONAL RELATIONSHIP INVENTORY 
Most relationships with people we feel close to are both helpful and stressfu l. Below are statements that describe close 
personal relattonshtps . Please read each statement and mark an X in the box that best frts your situation. There are no 
nght or wrong answers . 
These first statements ask you to disagree or agree. 
STRONGLY DISAGREE NEUTRAL AGREE STRONGLy 
DISAGREE AGREE 
1. I know someone who makes me feel confident in myself . 
2. Some people I care about share similar views wrth me. 
3 . There is someone I can turn to for helpful advice about a problem . 01 
4 I can talk openly about anything wrth at least one person 
I care about .. . . .. . .......... . . ... .. .. ..... ... . . .. ... .. 01 
5. There is someone I could go to lor anything ..... .. .......... 01 
6. Some people in my life are too pushy .. . .. .... . 01 
I can count on a friend to make me feel bener when I need it. . 01 
8. There is someone in my lije who gets mad if we have 
different opinions . . . . .. . . . .... . . .. . 
9. It's safe for me to reveal my weaknesses to someone I know 
10. Someone I care about stands by me through good times 
.. ... . 01 and bad times . 
11. I have the kind of neighbors who really help out in an emergency . 01 
12. There is someone I care about that I can't count on . 
13. If I need help, all I have to do is ask . . .. . . . ... • •. 
14 . I have enough opponunny to talk things over wrth people 
I care about . 
Page 1 
Os 
Os 
Os 
Os 
Os 
Os 
Os 
Os 
Os 
Os 
Os 
Os 
Os 
Os 
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2 7 3 
These nelC1 statements ask you how otten something happens. 
NEVER ALMOST SOMETIMES FAIRLY VERY 
NEVER OFTEN OFTEN 
15. I have en1oyable 11mes W1th people I care aboul . .... 01 02 03 04 Os 
16. I spend time doing things for others when l"d really rather not .. 01 02 03 04 Os 
17. Some people I care about invade my privacy . . . ..... ..... .... 01 02 03 04 Os 
18. I am embarrassed by what someone I care about does ......... 01 02 03 04 Os 
19. Someone I care about tends to take advantage of me . ..01 02 03 04 Os 
20. Some people I care about are a burden to me . ..... 01 02 03 04 Os 
21 . I w1sh some people I care about were more sensit1ve 
to my needs 
.... · · ·· · · . 
.. 01 02 03 04 Os 
22. People I care about make me do things I don·t want to do . .. 01 02 03 04 Os 
23 . There 1s tens1on between me and someone I care about . .... 01 02 03 04 Ds 
24. I have trouble pleasing some people I care about. . ..... 01 02 03 04 Os 
25 . At least one person I care about lets me know they believe in me . 01 02 03 04 Os 
26. Some people I feel close to expect too much of me ............ 01 02 03 04 Os 
Continue next page 
Page 2 
On the lines below, please list the people who are important to you, using only their first names or Initials . For 
each person, state their relationship to you : 
EXAMPLE 
Person Relationship 
t/ 
YOUR LIST 
Person Relationship 
Page 3 
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A Few Last Questions ... 
Ag• atlas! birthday : --------
Mark an X in the ~x that best describes you : 
Gender: Man 0 
Woman 0 
Marital Status: Single (Never married) 0 
Partnered, Not married 0 2 
Married 0 3 
Di von:ed or Scparaled 0 4 
Widowed 0 s 
Educadoo: Yean of reeuJar school completed (Check highest level completed only) 
Grades 0-8 
Grades 9 - II 
High School 
Some College 
Colleae Graduate 
Post-College Education 
Race/Etholdty Asian I Pacific Islander 
Black I Not Hispanic 
Hispanic 
American Indian I Alaska Native 
White, not Hispanic 
Prefer not to answer 
Employment: Employed 
Unemployed 
Homemaker 
Retired 
Student 
Unable to work due 10 illness 
5/93 
Paee 4 
0 
0 2 
0 3 
0 4 
0 s 
0 6 
0 
a 2 
0 3 
0 4 
0 s 
0 6 
a 7 
a 
0 2 
a 3 
a 4 
as 
0 6 
How maoy ~pie live withyou ill 
yourbo~b~d? ______ _ 
toto/ numbu 110t including you 
How many or your close reladYes 
Uve witbio 50 miles ol you? 
(total nwnber includillr 
thost li>·ing with you ) 
Thank.you for your participa tion 
Appendix J 
Clinical Version of the Mastery of Stress Instrument 
Available from 
Dr. Janet Younger 
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MASTERY OF STRESS--CLINICAL FORM 
The infection caused by the human immunodeficiency virus 
(HIV) affects you and/or someone you love. What about 
living with HIV infection has been the most difficult for 
you? Please write your response on the lines below. 
The following items ask you to look at how you managed the 
situation you named and report your responses to the named 
situation. Your responses may have changed from time to 
time, however, please answer the questions in terms ot the 
view you hold today. 
Please mark you responses as follows: 
1. 
2. 
3. 
4. 
5. 
6. 
7. 
8. 
Circle SA if you strongly agree with the statement. 
Circle A if you ~ with the statement. 
Circle 0 if you are undecided/ or it is unchanged since 
the event. 
Circle D if you disagree with the statement. 
Circle SD if you strongly disagree with the statement. 
I changed what I could in the SA A u 0 
situation. 
Through my influence, the situation SA A u 0 
became more manageable. 
Memories of this experience interrupt SA A u 0 
my thoughts. 
I cannot concentrate. SA A u 0 
I am fearful. SA A u 0 
My actions in the situation were SA A u 0 
effective. 
I influenced this situation directly. SA A u 0 
I know what is really important in SA A u 0 
this situation. 
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so 
so 
so 
so 
so 
so 
so 
so 
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9. I feel helpless in this situation. SA A u 0 so 
10. I am definite about my understanding SA 
of this situation. 
A u 0 so 
11. I am clear on the meaning of this SA A u 0 so 
situation. 
12. I am sure of my view o! this SA 
situation. 
A u 0 so 
13. I feel numb . SA A u 0 so 
14. I am in a state o! grief. SA A u 0 so 
15. I have accepted what I could not SA A u 0 so 
change. 
16. I made the best o! things. SA A u D so 
17. I developed an inner peace with what SA A u D so 
happened. 
18. I cannot decide what to do. SA A u 0 so 
19. My thinking is disorganized. SA A u D so 
20 . I accept what has happened. SA A u 0 so 
21. I feel more connected with people. SA A u D so 
22. I have a sense of despair. SA A u D so 
23. I do not know how to solve this SA A u D so 
problem. 
24. Others said that I grew stronger. SA A u D so 
25. I have developed greater self SA A u D so 
discipline. 
Copyright: J. B. Younger (1993) 
Appendix K 
Medical Outcomes Study Short Form-20 Health Survey 
Available from 
Medical Outcomes Trust 
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SF- 20 Health Survey 
INSTRUCTIONS: This survey asks for your views about vour hea lt~. 
Answer every question by marking the answer as indic~ted. ~f you 
are unsure about how to answer a question, please give the best 
answer you can. 
Check One Answer for Each Question. 
1. In general, would you say your health is: 
Excellent 
Very Good 
Good 
Fair 
Poor 
2. How much bodily pain have you had during the past 4 weeks? 
None 
Very mild 
Mild 
·Moderate 
Severe 
3. Does your health keep you from working at a job, doing work 
around the house or going to school? 
Yes, for more than 3 months 
Yes, for 3 months or less 
No 
b bl t d Certal.· n kl."nds or amounts of work, 4. Have you een una e o o 
housework, or schoolwork because of your health? 
Yes, for more than 3 months 
Yes, for 3 months or less 
No 
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f o r how long (i f at all ) has you r health l1mited you in each 0 : 
the following activitles ? 
(Check One Bo x on Each Line ) 
5. Th e k~ nds or amount.s of Li=ted for L~=ted for Not. l ~=t.ed 
v~gorous activities you can more t.han 3 3 mont.hs or at all 
do, l~ke llfting heavy months less 
obJects, runn~ng or 
part~c~pating ~n strenuous 
sports 
6. The kinds or amounts of Limited for Limited for Not luruted 
moderate activities you can more than 3 3 months or at all 
do, llke moving a table, months less 
carrying groceries, or 
bowllng 
7. Walking uphill or climbing Limited for L~mited for Not li=ted 
a few flights of stairs more than 3 3 months or at all 
months less 
8. Bending, lifting, or Limited for Limited for Not li=ted 
stooping more than 3 3 months or at all 
months less 
9. Walking one block Limited for Limited for Not li=ted 
more than 3 3 months or at all 
months less 
10 . Eating, dressing, Limited for Limited for Not l~=ted 
bathing, or using the toilet more than 3 3 months or at all 
months les s 
Please check the box that best describes whether each of the 
following statements is true or false for you. 
(Check One Box on Each Line) 
11. I am Definitely Mostly Not Mostly Def~n~tely 
somewhat True True Sure False False 
ill. 
12. I am as Definitely Most l y Not Mostly Defin~tel y 
healthy a a True True Sure False False 
anybody I 
kno w. 
13. My health Definitely Mostly Not Mostly Definitely 
is True True Sure False False 
excellent. 
14. I have been Definitely Mostly Not Mostly Defin~ tely 
feel~ng bad True True sure False False 
lately. 
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~or each of the following questions, please check the box :o~ ~~e 
one answer that comes closest to the way you have been :eeling 
during the past month. 
(Check One Box on Each Line ) 
15. How much of All Most A 
t.he tl.me, dun.ng of of Good 
the past month, the the Bit 
has your health Time Time of 
luni ted your the 
social activit.ies Time 
( ll. ke vis~ting 
fr~ends or close 
relat~vesl? 
16. How much of All Most A 
the tl.me, during of of Good 
the past month, the the Bit 
have you been a Time Time of 
very nervous the 
person? Time 
17 . During the All Most A 
past month, how of of Good 
much of the t~me the the Bit 
have you felt calm Tl.me Time of 
and peaceful? the 
Time 
18. How much of All Most A 
the time, during of of Good 
the past month, the the Bit 
have you felt T1.me Time of 
downhearted and the 
blue? Time 
19. During the All Most A 
past month, how of of Good 
much of the time the the Bit 
have you been a Time Time of 
happy person? the 
Time 
20. How often, All Most A 
during the past of of Good 
month, haV'& yoc. the the Bit 
felt so down in Time Time of 
the dumps that the 
noth1.ng could Ti me 
cheer you up? 
Copyright 1992 Medical outcomes Trust 
All rights reserved. 
some A None 
of Little of the 
the of t.he Ti me 
Time Time 
Some A None 
of Little of the 
the of the Time 
T~me Time 
Some A None 
of Little of the 
the of the T1.me 
Time Time 
Some A None 
of Litt l e of the 
the of the Time 
T i me Time 
Some A None 
of Little of the 
the of the Time 
Time Time 
some A None 
of Little of the 
the of the Tl.me 
Time Time 
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Appendix L 
Responses to Open-Ended Question 
on Spiritual Perspective Scale 
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"Do you have any views about the importance or meaning of 
spirituality in your life that have not been addressed by 
the previous questions?" 
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Clarification and explanation of their personal beliefs 
related to spirituality were offered by several women. 
"My spirituality includes respect and dignity for 
humans beings as well as self" (Participant 6) . 
"I don't pray, but I communicate with my God; I am very 
private in my spirituality, I do not share it" (Participant 
36) • 
"To me, my spirituality is my personal relationship 
with Jesus" (Participant 54). 
"Understanding the meaning of life has not been a 
result, nor is it a goal, of my spiritual practice" 
(Participant 55) . 
"Faith can be a very helpful tool to deal with pain, 
joy, and any emotions" (Participant 58). 
"Spirituality in my life always being a call for me. 
But I am ignorant some times. Is different now. Not because 
my problem, but because I have a nice talk with God, & I 
know He can't hear my heart. In a special way" (Participant 
71) • 
"I would only add that the spirit of my Dad who died 8 
yrs. ago is still strongly felt within my family which helps 
us daily" (Participant 65). 
The intensity of spiritual beliefs was seen in comments 
written by three of the women. 
"My father in heaven & I have a personal relationship. 
I trust him & son Jesus Christ. I can do all things through 
Jesus who strengthens me" (Participant 25) . 
"My life is in God's hands, his will be done" 
(Participant 56). 
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"I count on God to sustain me" (Participant 43) . 
Spiritual commitment had an impact on the emotions of 
several subjects. 
"I feel that if you (I) realize you (I) am part of a 
whole system your (my) anger, fear, denial, and other such 
negative emotions are likely to diminish. When I feel 
closest to my higher power I am most at peace" (Participant 
9) • 
"My spirituality sustains me when I feel blocked 
emotionally or without answers to a particular dilemma" 
(Participant 21). 
"My spiritual beliefs are the ~ reason I am able to 
deal w/ my HIV status. The bigger picture .... " (Participant 
32) • 
Spirituality's influence extended beyond emotions to 
encompass the subjects' views of death and desires to avoid 
death by being healed. 
"I feel God has blessed me very much. If it was not for 
him I think I would be dead by now or close to it" 
(Participant 2). 
"Spirituality has completely changed my idea of death. 
This is the only way I can stay in HIV caregiving and not 
burn out" (Participant 17). 
"That I could and can be healed of my HIV" (Participant 
53) • 
The remainder of the statements reported how 
spirituality influenced decisions in their daily lives. 
"Helps me make it through each day" (Participant 26) . 
"What is my role or calling in life" (Participant 68). 
"My spirituality with my higher power is a major part 
of my life. It helps me to make the right choices" 
(Participant 29). 
~No- But I live one day a time and have hope strong 
hope" (Participant 52) . 
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~The daily fight to allow God & the Holy Spirit to have 
control & lead my life" (Participant 69) . 
~Helps to maintain focus, awareness of inner self. 
Helps to give direction" (Participant 59) . 
~Believing in thyself, feeling the strength of a power 
greater than · thyself, holding -you up no matter how hard the 
burdens of life gets" (Participant 86). 
The 24 women who took the time to write statements have 
strong feelings about spirituality. Their statements 
supported the investigator's experience of spirituality as a 
resource in coping with difficult life situations. 
Appendix M 
Responses to Question about Most Stressful Aspect of Living 
with HIV Infection 
287 
"The infection caused by the human immunodeficiency virus 
(HIV) affects you and/or someone you love. What about 
living with HIV infection has been the most difficult for 
you?" 
Two women asserted the lack of stress related to HIV 
infection. 
87) • 
"I don't think about it enough to known (Participant 
"Not at all have I been afraid of HIV even before 
anyone in my family had this disease" (Participant 63) . 
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Three women found the lack of knowledge about HIV and 
the lack of a cure to be stressful. 
"Ignorance of the diseasen (Participant 40) . 
"Understanding AIDS" (Participant 85) . 
"Understanding how it was created, and where the cure 
is, and how to prevent people from dyingn (Participant 48). 
Stigma and shame were the themes of the statements made 
by six women. Closely linked to stigma and shame were ten 
statements about secrecy and fear of disclosure. The 
following are examples: 
"The society shame. Dealing with the stigma that 
society places" (Participant 1). 
"The hardest part for me has been the secrecy. Feeling 
that I cannot tell everyone what is wrong for fear of 
people's perception of those with HIVn (Participant 12). 
"Having to 'hide' my husband's and my condition from 
othersn (Participant 46) . 
" ... People finding out w/out me telling them" 
(Participant 61). 
"The disease has such a stigma attached that I am 
afraid to share my diagnosis w/ family members & friends ... " 
(Participant 37). 
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While one woman implied that the "pressure to label the 
disease as a 'death sentence'" was one aspect of the 
public's misconceptions of the virus, other women openly 
admitted concerns about death. 
"Fear of dieing-getting sicker ... "(Participant 11). 
"Fear of dying from a long painful illness that no cure 
has been found for yet" (Participant 14). 
"Knowing that---it-is a - progressive illness that will 
eventually kill me" (Participant 22). 
"Knowing that because of HIV I'm going to have to leave 
my children before they grow up" (Participant 26). 
One woman noted that even the homeless may live to see 
their children grow up. " ... Living with HIV infection has 
made appreciate everybody. I even admire the homeless 
because they'll live and see there children grow up" 
(Participant 52) . 
For some women concerns about death were overshadowed 
by or combined with the limitations they were already 
experiencing in their lives. The limitations disclosed were 
emotional, physical, reproductive, and financial. 
"Dealing with my husband's guilt & coping with the 
physical limitations imposed by HIV" (Participant 21). 
" ... the emotional and physical limitations it has 
brought to my life" (Participant 37). 
"Not being able to have a full life" (Participant 77). 
"Taking care of a dying husband & the thought of never 
having children" (Participant 20) . 
" ... not being able to do the things I used to do" 
(Participant 42). 
" ... Not being able to have more children" (Participant 
4 3) • 
"Not wanting to have sex as much as my boyfriend 
because of my virus. He's negative" (Participant 45). 
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"Getting adjusted to a new income level. Also getting 
adjusted to just being positive" (Participant 44). 
" ... Losing job: salary and insurance ... " (Participant 
38) • 
"Financial dependence on family to pay for medications 
I doctors" (Participant 47). 
Physical symptoms of the infection such as fatigue and 
pain were also a prevalent theme closely linked to the 
demands of treatment. Two women noted that physical 
symptoms were especially troublesome for fear that the 
disease was progressing. 
"Losing my eyesight. Pain with stomach ulcer" 
(Participant 27). 
"My pain, losing weight ... " (Participant 42). 
"Feeling helpless: Having no control over the symptoms/ 
course of the illness" (Participant 19) . 
"The daily worry of whats next or if certain things are 
signs of new disease" (Participant 69) . 
" ... worrying every time I get a cold or sinus 
infection" (Participant 28). 
"The most difficult part is staying sick all the time" 
(Participant 29). 
"Living with uncertainty, unpredictability" 
(Participant 55) . 
"100% commitment to time and the always unexpected 
things that have become the norm" (Participant 64). 
" ... dealing with the fulltime job of staying well" 
(Participant 41). 
This uncertainty and the struggle toward acceptance was 
pictured by one woman as an "emotional rollercoaster--a 
rollercoaster that doesn't end and you can't get out" 
(Participant 58). The emotions of living with HIV infection 
were another prominent theme. 
"Very hard to deal with at times, for me, I have my 
days" (Participant 3). 
"For awhile I was thinking negative for awhile. But 
today I can think positive" (Participant 16). 
291 
"Relizing that me and my mate have HIV because of him 
not useing his head" (Participant 18). 
"Loneliness, depression, sadness at the plight of 
others, ·fears · about health" (Participant 68). 
"Always feeling tired and depressed" (Participant 78). 
"The thought of dying and feeling depressed more now" 
(Participant 39) . 
"Being angry because my husband gave it to me" 
(Participant 82). 
"Understanding the illness and how to live with it is 
the hardest part" (Participant 74) . 
Some of the concerns voiced by the women were related 
to the impact of the illness on other people. These 
concerns ranged from the potential transmission of the virus 
to protecting loved ones. 
"Possibility of infection my husband and my children 
not knowing" (Participant 79) . 
"Trying to get my children to forgive my boyfriend for 
infecting me" (Participant 84). 
" ... the 'stress' it has put on my mom and other family 
members" (Participant 33). 
"The fear of suffering my husband will experience if I 
get sick or die. This is constantly on my mind" (Participant 
34) • 
"Diagnosis of having HIV; only revealing it to a friend 
and not to my family ... mainly because I do not want to cause 
them stress/worry; or to act differently towards me .. whether 
with overwhelming attention and emotion/adverse reaction" 
(Participant 67). 
" ... The one thing that really is difficult is not 
wanting my family to see me when I really get sick" 
(Participant 2) . 
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"Watching my family suffer, wonder, and be sad. I very 
often feel guilt" (Participant 9). 
Caregiving was not as prominent 
investigator had expected it to be. 
were directly related to caring for 
HIV seropositive. 
a theme as the 
Only two statements 
another person who was 
"Trying to care for a child who is also infected" 
(Participant 24). 
" ... the pain of watching someone suffer" (Participant 
3 6) . 
The women in the study were at different points in 
their experience. In conclusion, consider these contrasting 
views of the overall experience of living with HIV 
infection. 
"Yes, very extremely, hard, difficult, basicly it 
sucks" (Participant 31). 
"Always feeling like something is hanging over your 
head and it's not good" (Participant 66). 
"Until I was born again thru Jesus, I felt I wasn't as 
good as everybody else" (Participant 56) . 
"Living with this infection has made me see the 
strength I have within and to know ther is someone to love 
and care for me no matter what" (Participant 86) . 
